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abstract of the qualitative research project, the research log checklist and the 
major research project.
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The Academic Dossier. This contains the two complete group process 
accounts.
The Clinical Dossier. This contains four case reports and documentation 
accompanying the oral case report of clinical activity. The dossier also 
contains documentation for each placement, including placement contracts, 
logbooks, evaluations forms and trainee clinical psychologist feedback forms.
Due to the confidential nature of the material presented in Volume II this will 
be kept within the Clinical Psychology Department at the University of 
Surrey.
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Declaration Of Position
Prior to my clinical training I worked alongside clients with chronic medical 
conditions and became interested in the social and psychological challenges they 
faced. Clients with chronic pain have to adjust to new physical limitations, 
ambivalent reactions at both societal and familial levels and personal challenges 
associated with self- management. I was initially drawn to Acceptance and 
Commitment Therapy (ACT) as a therapeutic option for those in chronic pain due to 
its focus on recovery and engagement in valued life activities. To me this is an 
important stance to take for those in chronic pain, where for some, medical 
interventions have reported limited efficacy, meaning clients could search for pain 
reducing strategies that are unlikely to be effective. When my current supervisor 
suggested incorporating principles of ACT into the multidisciplinary pain 
management group we work in, intuitively I felt ACT could be beneficial for our 
clients, but I was keen to explore the current outcome data objectively. I also felt it 
would provide me with an opportunity to learn more about the principles of ACT.
Abstract
The aim of the review was to evaluate the current literature applying Acceptance and 
Commitment therapy (ACT) to therapeutic interventions for people suffering chronic 
pain. Peer review articles were sourced and the format of the interventions and 
outcome measures they produced were explored. Clinical interventions ranged from 
intensive multi disciplinary residential or hospital based programmes, to weekly 
outpatient settings and individualised treatment. Whilst still in the preliminary stages, 
the literature base provided support for the efficacy of ACT when compared to no 
treatment controls. Results included statistically and clinically significant 
improvements in affect (anxiety and depression), physical and psychosocial 
disability and objective measures of medication and GP use. Future research was 
considered in light of the current methodological limitations of the studies and 
implications for clinical practise were discussed.
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Introduction
Chronic pain is defined as a pain lasting longer than three months where often the 
causal or maintaining mechanisms of the pain are unknown. It is not considered to be 
a purely biological phenomenon, with psychological and social factors also 
influencing pain perception, and the development of chronic disability (Main and 
Williams, 2000)
Within chronic pain management there has been limited evidence as to the 
effectiveness of biomedical interventions, with estimates that a reduction in pain is 
only achieved from medication in 50% of people, within which only a 30-40% 
reduction in pain severity is gained (Turk, Audette, Levy, Mackey, & Stanos, 2010). 
In light of this the National Institute of Clinical Excellence (NICE, 2009) and the 
British Pain Society (BPS, 2007) recommend a pain management approach, based 
upon principles of Cognitive Behavioural Therapy (CBT), which focuses on the 
impact of persistent pain on a person’s psychological and social well being, rather 
than on principles of disease or damage. CBT is therefore used both in individual 
therapy and within multidisciplinary group format to reduce pain behaviours through 
exposure, cognitive restructuring and skills training (e.g. ergonomic, social and pain 
coping skills). Meta analyses have provided support for the use of CBT with chronic 
pain patients, citing improvements in people’s pain experience, affect, coping and 
social functioning when compared with wait- list controls (Hoffman, Chatkoff, 
Papas, Kerns, 2007; Morley, Eccelston, & Williams, 1999). However, the lack of 
understanding of the processes through which CBT produces affect improvement 
(Hayes, Luoma, Bond, Masuda, & Lillis, 2006) and questions challenging the causal 
link between challenging cognitions and symptom improvement (Longmore & 
Worrell, 2007), have led to the consideration of a “third wave” of cognitive 
behavioural therapies.
One such therapy that has been applied to the treatment of chronic pain is 
Acceptance and Commitment Therapy (ACT, Hayes, Strosahl, & Wilson, 1999). 
ACT is rooted in relational frame theory and aims to increase psychological 
flexibility in the presence of distressing thoughts, behaviours and emotions. ACT 
increases psychological flexibility through several core components including 
acceptance, cognitive defusion, experiential exposure, observing the self, living in
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the present and values based action. According to the principles of ACT chronic pain 
is seen as an experiential avoidance disorder (Hayes & Duckworth, 2006) whereby 
maladaptive effects of pain are created by an individual’s resistance to thoughts, 
emotions and expectations related to pain (Dahl & Lundgren, 2006). Improved 
functioning is achieved through the acceptance of pain and pain related thoughts, 
without attempting to challenge or reduce the experience. Mindfulness based 
techniques are used to develop an observer-self perspective in which a person is able 
to disengage from restricting pain related thoughts, evaluate them in a non- 
judgemental way, and see them as thoughts which don’t necessarily have to be acted 
upon (Dahl &Lundgren, 2006). A connected component to this teaches a person to 
retain contact with the present moment, rather than living via so called ‘mind- 
scripts,’ aimed at avoiding future pain. A person’s unwillingness to accept pain and 
attempts to reduce pain can leave them preoccupied with pain, to the detriment of 
achieving life’s goals (Dahl & Lundgren, 2006). ACT encourages a commitment to 
engage in adaptive behaviours, regardless of the pain experience, that are linked to 
the individual’s life values (Hayes & Duckworth, 2006).
The most widely explored process variable within ACT applied to chronic pain has 
been acceptance, as defined by a willingness to have pain present and to engage in 
activities, not as a method of distraction or act of defiance against the pain, but 
because that activity is intrinsically important to the individual (McCracken, 2010). 
Regression and correlation analyses have linked acceptance of pain to improved 
outcomes in pain related anxiety, engagement in activities, depression, physical and 
psychosocial disability, medication use, daily uptime and work status (e.g. Mason, 
Mathias& Skevington, 2008; McCracken, 1998; McCracken & Eccelston 2005; 
Vowles, McCracken & Eccelston & 2007; Viane, Crombez, Eccleston, Devulder, 
&De Corte, 2004).
Success at living according to one’s values (e.g. family and health values), has also 
accounted for unique variance in patient functioning (McCracken & Vowles, 2008; 
McCracken & Si Yang, 2006). In regression analysis the level to which an 
individual lives in accordance with their values independently predicted levels of 
pain related interference, physical disability and work status and also had a combined
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effect with acceptance on variance in depression and psychosocial disability 
(McCracken &Vowles, 2008). Whilst acceptance and values-based action were 
evaluated in combination research has yet to evaluate the model as a whole.
Despite this limitation a number of studies have applied ACT principles to non- 
clinical interventions (Vowles, McNeil, Mouse, 2007; Dahl, Wilson & Nilsson, 
2004). In a sample of public workers at risk of pain, a randomised controlled trial 
(RCT) reported fewer sick days and less use of medical services from those who 
received four one- hour ACT sessions compared to those allocated to a standard 
control group (Dahl et al., 2004). However no significant differences were reported 
in quality of life or stress and psychological outcomes were not explored. As a large 
proportion of chronic pain patients experience psychological co-morbidity (e.g. 
anxiety and depression; Kirsch, 2010), it would be important to consider the effect of 
ACT interventions on these dimensions within any clinical intervention.
Given the congruence between the needs of people with chronic pain and the 
underlying principles of ACT, as well as the success of the theoretical literature 
described above, it would be intuitive to explore the effectiveness of ACT as a 
treatment option for the clinical population of adults with chronic pain. Therefore, 
the aim of the present review is to examine the use of ACT interventions among the 
clinical population of sufferers of chronic pain. In light of the different formats 
psychological treatments can take, the review will evaluate treatment outcomes both 
within interventions format (i.e. group or individual) and as an overview of the entire 
literature base. Theoretical, methodological and clinical implications relating to the 
literature will be discussed and within each section recommendations for research 
will be considered.
Search Strategy
Due to the paucity of research in this field the inclusion criteria for the review was 
kept broad. Empirical studies and case studies were included. Age range was 
restricted to adult samples and study participants had to have been clinically 
diagnosed with chronic pain. Articles were included if their aim was to clearly assess 
treatment outcomes from an intervention including ACT. Articles were limited to the
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English language and peer- reviewed publications. A broad search of the literature 
was conducted, with no time limits. Web of Science, Pubmed, Science Direct, 
Psychinfo, Psycharticles and Medline were all systematically searched. Key words 
included “Acceptance and Commitment”, “Chronic Pain” and “Intervention”. A 
bibliographic search of reviews and references was also conducted.
Papers titles and abstracts generated from the searches were reviewed. One paper 
(Geiser, 1992) could not be included as it was an unpublished dissertation and 
unavailable. The remaining papers were excluded as duplicates, for using non- 
clinical samples, for having a conceptual focus or for covering irrelevant topics.
Outcomes For Group Based Interventions
The majority of interventions were assessed in multidisciplinary adult pain 
management services, and used a group-based format. Multidisciplinary group pain 
management programmes, based upon cognitive behavioural principles, are currently 
considered best practise both as a result of their outcomes and for their economic 
value (BPS, 2007). Incorporating ACT interventions into this format may increase 
the applicability of these studies to clinical practice.
Intensive Group Programmes
Three of the four group based interventions were from the same research group, and 
therefore their format was very similar. McCracken, Vowles & Eccelston (2005), 
McCracken, MacKicham & Eccelston (2007) and Vowles & McCracken (2008) all 
assessed multidisciplinary group interventions in residential or hospital based 
programmes, depending upon the participant’s treatment needs. These were highly 
intensive programmes, lasting three-four weeks, with approximately 80 hours 
treatment exposure. As well as the psychological component of the intervention the 
programmes also included physical exercise, relaxation and skills training.
Positive outcome results were demonstrated across all three intensive group based 
programs (McCracken et al., 2005; McCracken et al., 2007; Vowles & McCracken,
2008). McCracken et al., (2005) conducted a preliminary study using a within 
subjects design of 108 complex chronic pain patients and compared psychological
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functioning during the wait-list phase with functioning post- intervention and at a 
three month follow-up. Improvements were reported post-intervention showing 
significant reduction in measures of pain, physical functioning (day time rest, sit to 
stand frequency, walking speed), psychosocial and physical disability, the use of pain 
medication and affect (anxiety and depression). Clinically it was noted that 
depression scores, as rated by the Beck Depression Index (BDI), fell 41.2% from the 
clinical range to the mild to moderate range. At three-month follow up all variables 
were still significantly improved compared to pre -treatment, including the number 
of GP visits.
These results were replicated in a larger sample of 171 patients who had completed 
the three or four week hospital and residential based programmes (Vowles & 
McCracken, 2008). Significant differences (p< .001) were reported post-intervention 
and at three month follow-up in acceptance, values-based action, usual pain intensity, 
depression, pain related anxiety, physical and psychosocial disability, functioning 
(walking distance, sit to stand), medical visits, medication use and work status. 
Standardised effect sizes between pre-treatment and follow- up were large for 
acceptance, depression, anxiety and functioning, with medium effect sizes reported 
for values based action, pain intensity, medical visits and physical and psychosocial 
disability. Analyses of change demonstrated improvements in depression (41.8%), 
pain related anxiety (49.1%) and total disability (SIPS, 44%).
In a third study, this work was extended to include a more severe sample of chronic 
pain patients, who required extensive assistance with self-care (McCracken et al., 
2007). Unlike the previous two studies, no reduction in pain intensity was reported 
post-intervention. However distress due to pain was significantly reduced and 92% 
of the sample demonstrated reliable change in the acceptance of pain. Compared to a 
group of well functioning chronic pain patients, the highly disabled group obtained 
larger effect sizes for psychosocial disability, acceptance of pain and depression. On 
a clinical level 52% of the sample met the recovery criteria for at least one of the 
psychosocial, physical or depression outcomes, whereby participants moved from 
highly disabled functioning to the range of functioning exhibited by the more able 
comparison group.
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Outpatient Group Programmes
The results above are positive and it is noted that the group format echoes that of the 
Combined Physical and Psychology Programmes (CPP) who recommend 100 hours 
of treatment in CBT and exercise over eight weeks (NICE, 2009). However, 
intensive programmes are not common across the UK, with pain management 
services not having the facilities or levels of trained staff to allow them to be 
mainstream. To assess the effectiveness of an ACT intervention in more realistic 
clinical settings, Vowles, Wetherell & Sorrell (2009) extended an ACT group-based 
evaluation to a more standard outpatient clinical setting. Two pilot studies were 
conducted with group participants seen on a weekly basis, for 90 minute sessions, 
over eight weeks. Similar to the previous studies, and in line with aims of pain 
management programmes, the intervention also included psycho-educational training 
in aspects of pain medication, sleep and activity management (Vowles et al., 2009).
Results of the initial pilot study (n=ll) indicated significant improvement in 
measures of acceptance, pain severity, depression and pain related anxiety between 
pre- and post- intervention scores, with large standardised effect sizes reported for 
all, apart from a small effect size for pain related anxiety (Cohen’s d = 0.39). No 
reported outcome change between assessment and pre-intervention measures, 
compared to the change post-intervention suggests efficacy of the intervention 
(Vowles et al., 2009).
The use of a within-subjects design as reported in both Vowles et al.’s (2009) study, 
and the more intensive studies described above, does not allow comparison of ACT 
against other treatment options. The second pilot study attempted to address this 
concern by consecutively allocating 11 veterans suffering chronic pain to either an 
ACT (n=6) or CBT group (n=5; Vowles et al., 2009). Improvements in both groups 
were reported for anxiety and depression. Unexpectedly, acceptance of pain also 
improved in both groups, calling into question the exact process by which the ACT 
intervention may have brought about change (Vowles et al., 2009). It could be that 
the extra attention patients received by partaking in the study confounded the results, 
and a non- treatment control would be recommended to explore this as an option.
Literature Review 15
Between group analysis highlighted a significant interaction between treatment arm 
and time. Controlling for baseline differences, depression and anxiety scores were 
significantly lower post-treatment for those in the ACT group compared to the CBT 
group. Given the exploratory nature of the study it would be erroneous to draw 
conclusions from this outcome; however it does provide an interesting target for 
future work and suggests that ACT may be at least comparable to CBT.
Outcomes For Individual Interventions
Individual therapeutic interventions have been assessed both empirically (Wicksell, 
Ahlqvist, Bring, Melin, & Olsson, 2008b; Johnston, Foster, Shennan, Starkey, & Johnson, 
2010) and in a single case study (Lunde & Nordhus, 2009).
Individual Therapeutic Intervention
Wicksell et al. (2008b) conducted the only RCT among the reviewed papers, 
randomly allocating twenty-one participants to either ten appointments over eight 
weeks or to a wait-list control. While the intervention included pain education, the 
primary focus was upon the principles of ACT and no further interdisciplinary team 
involvement (i.e. physiotherapy) was included. No participants dropped out of the 
programme suggesting the format of 10 sessions across eight weeks was acceptable 
to clients.
Significant differences in favour of the treatment group were reported in levels of 
pain disability, life satisfaction, fear of movements, depression and psychological 
inflexibility, with large effect sizes reported for each (Wicksell et al., 2008b). 
Improvements were maintained at seven month follow-up. There were no significant 
differences between groups in scores of anxiety (HADS p=0.111) or pain intensity.
Since the other studies under review reported significant improvements in anxiety, it 
could be speculated that the use of HADS may not have been a sensitive enough 
measure to detect the specific pain related anxiety.
Lunde & Nordhus (2009) conducted a less methodologically rigorous one to one 
intervention using a single case study of a 70 -year old woman suffering chronic 
headaches. Similar to Wicksell et al. (2008b), after 8 weekly sessions of a combined
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program of ACT and CBT, there was no reported change in pain intensity post­
intervention, although there was a clinically significant decline in the quality of pain. 
Engagement in valued activity (such as exercise), acceptance of the pain experience, 
sleep, reduced sleep medication and depression all improved post-treatment (Lunde 
& Nordhus, 2009). However at the six month follow-up the client reported less 
willingness to accept pain than before her treatment. Interestingly engagement in 
activity had not been influenced by this and the authors speculate reduction in 
acceptance may be a result of stress factors in her family at the time of evaluation 
(Lunde & Nordhus, 2009).
Self Help
Only one study to date has explored the use of ACT within the framework of an 
individual self-help manual (Johnston et al., 2010). Research has highlighted the 
utility of self-help treatment guides (for a range of conditions) in producing large 
effect sizes after treatment (0.76) and at follow-up (0.56), when compared to no 
treatment or wait-list controls (Gould & Clum, 1993). Self-help manuals could be an 
advantageous format to deliver interventions for chronic pain sufferers. Their prompt 
delivery overcomes issues surrounding the lag time between seeking treatment and 
accessing pain management programmes, which are often only available in the 
treatment pathway after medical interventions have failed (NICE 2009).
Johnston et al. (2010) conducted a study in which participants completed a workbook 
based upon the book “Living Beyond your Pain” (Dahl & Lundgren, 2006). In 
conjunction with the chapter readings and tasks, a weekly phone call from a therapist 
assessed adherence and comprehension. Pooled results from the treatment group 
(n=6) and those in the control group who went on to complete the book themselves 
(n=5) reported significant differences, with large effect sizes, between pre- and post­
treatment scores on acceptance, values, quality of life and satisfaction with life. 
Although not statistically significant, clinical significance in scores of anxiety and 
depression, as defined by the questionnaire manual cut-offs, were achieved in 
approximately half of the completing participants (six and seven respectively out of 
11).
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Between groups analysis identified significant differences between the control (wait­
list) and treatment group post-treatment for anxiety and quality of life (Johnston et 
al., 2010). Whilst there were large and medium effect sizes in favour of the treatment 
group for acceptance and values-based action respectively, the lack of a significant 
difference (p>0.05) means the effect of chance cannot be ruled out on these findings.
High attrition rates throughout the treatment could be suggestive that the protocol of 
the self-help programme was not acceptable to participants. Indeed, Johnston et al. 
(2010) acknowledged participants had difficulties in self -motivation when their pain 
was particularly intense.
Overview Of The Interventions
Overall the data demonstrated significant improvements in outcome measures with 
large effect sizes, in physical, social and psychological functioning; moreover these 
findings were supported by both individual and group based treatment formats. 
Specifically depression, psychosocial and physical disability showed consistent 
improvement both statistically and clinically across studies (Wicksell et al., 2008; 
Lunde & Nordhus, 2009; McCracken et al., 2005, 2007; Vowles et al., 2008, 2009). 
Contrary to these findings, Johnston et al. (2010) reported no statistically significant 
effect of the ACT intervention on mood post-intervention. However, compared to the 
other studies these participants were the least disabled by their pain and the authors 
suggest the results may have been skewed by the fact half of participants fell within 
the normal range for both anxiety and depression at baseline (Johnston et al., 2010).
The use of objective outcomes demonstrating increased work status and decreased 
use of medication or GP visits (McCracken et al., 2005; Vowles et al., 2008; Lunde 
& Nordhus, 2009) improve the validity of the results, which would otherwise have 
been based upon subjective self-report. These results also suggest that the use of 
ACT in treatment may be cost effective and help relieve the pressure on primary care 
services, where it is estimated chronic pain management accounts annually for 4.6 
million appointments (Phillips, Main, Buck, Aylward, Wynne-Jones, Farr, 2008). 
Cost effectiveness lacks mention in the literature but should be a target for future 
research.
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Where assessed, benefits in depression, pain related anxiety, psychosocial or 
physical disability and engagement in activities from pre-treatment levels held up at 
short-term follow-up (3 months, McCracken et al., 2005; Vowles & McCracken, 
2008; McCracken et al., 2007; +6 months Wicksell et al., 2008; Lunde & Nordhus,
2009). Given the longstanding nature of chronic pain, future research needs to 
include longer-term follow-up to assess for loss of treatment effects. Taking the 
positive follow-up results in conjunction with the knowledge that there are limited 
benefits in pain reduction fi*om medical intervention (Turk et al., 2010), the review is 
a promising result and warrants further investigation.
Theoretical Considerations
As research in this field progresses, so too should an analysis of the process 
underpinning the principles of ACT. The lack of pain reduction across the individual 
interventions, and the concurrent improvements in functioning, acceptance and 
values-based action fits with the tenants of the ACT model (Lunde & Nordus 2009; 
Johnston et al. 2010; Wicksell et al. 2008; Vowles et al. 2009, study 2). Those 
studies where pain was reduced post-intervention were within the intensive 
multidisciplinary group-based programmes, making it difficult to tease apart the 
effects of ACT from the effects of exercise therapy, relaxation and pacing.
Non-causal conclusions about the relationship between process variables (e.g. 
acceptance and values) and outcome measures can be supported by correlation 
analysis, where change in acceptance scores were negatively correlated to changes in 
depression, pain related anxiety, physical and psychosocial disability and sit to stand 
performance (McCracken et al. 2005). This finding is in line with experimental 
studies where both acceptance of pain and values-based action predicted improved 
functioning (e.g. McCracken, 1998; McCracken & Si Yang, 2006; Vowles et al, 
2007). Correlation analysis cannot rule out third party influences making it essential 
to conduct longitudinal RCT’s in future interventions.
Conversely to the McCracken et al. (2005) results, two of the studies that used 
comparison groups in their research design, both reported no significant differences 
in acceptance scores between groups (i.e. CBT and ACT, Vowles et al 2009, ACT
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and control, Johnston et al., 2010). While this could be a potential threat to the 
theoretical underpinnings of ACT, the small group sample sizes (n=6 and 5, Vowles 
et al., 2009 and n=6 and 8, Johnston et al., 2010) suggest reliability of the data 
should be questioned. In addition to this researchers have also argued that acceptance 
could be a common process active in both CBT and in ACT, speculating that in CBT 
gaining control via exposure to pain, may also increase acceptance of that pain 
(Vowles et al., 2009; McCracken, 1998; Geiser, 1992). This requires further study 
before firm conclusions can be drawn.
Perhaps of more significance for theoretical considerations is the reliance of the 
reviewed studies on the measures of acceptance and values-based action as 
inferences into process. This could be a result of measurement issues, whereby 
validated measures for both components have already been developed (Chronic Pain 
Acceptance Questionnaire, McCracken, Eccelston, & Vowles, 2004b, & Chronic 
Pain Values Inventory, McCracken & Si Yang, 2006). However this dependency 
ignores the other process that fit under the umbrella of psychological flexibility (i.e. 
cognitive defusion and exposure) and therefore analysis may have missed the key 
components active in the ACT intervention.
Several measures attempting to capture psychological flexibility are currently 
undergoing validation, including the Brief Pain Response Inventory (McCracken, 
Vowles, & Zhao-0’Brian, 2010) and the Psychological Inflexibility in Pain Scale 
(PIPS, Wicksell, Lekander, Sorjonen, & Olsson, 2010). There have been promising 
initial findings using the PIPS, where improvements in psychological flexibility had 
an indirect effect on both quality of life and pain related disability (Wicksell, Olsson, 
& Hayes, 2010b).
Methodological Considerations
The use of observational studies, including single group before and after designs and 
case reports is a reflection of the literature’s infancy. The nature of these designs 
means cause and effect cannot be concluded and it is not possible to rule out 
experimental bias (Heiman, 2002). Coupled with the small sample sizes from the 
remaining empirical data, as well as the acknowledgement that many of the papers
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were from the same research group, conclusions gleaned from the literature may not 
generalise to the wider population. Good quality RCT’s, including sufficient sample 
sizes, random allocation and double blinding, are considered best practice for 
establishing clinical excellence (NICE 2009). Individual therapeutic interventions 
(Wicksell et al., 2009, Lunde & Nordhus, 2009) and outpatient group settings 
(Vowles et al., 2009), both of which are the most common format of treatment within 
the NHS, provide a target area for this future research.
Further assessing the quality of the study designs, participants in all the studies were 
predominately white European, middle aged women. Although women are more 
likely to experience increased pain severity and duration compared to men (Unruh, 
1996), the studies may not be representative of the ethnic background of UK chronic 
pain sufferers. Research has demonstrated a higher prevalence of South Asian 
communities reporting widespread pain compared to white British counterparts 
(Palmer, Macfarlane, Afzal, Esmail, Silman, & Lunt 2007). Lower levels of 
acculturation were implicated in increased reporting of this pain, and therefore it 
would be important to explore how cultural perceptions of pain may influence the 
effectiveness of ACT. In turn, if ACT is found to be effective, it would be important 
to explore how it can best be implemented to ensure equal access to services 
regardless of ethnic background, as required by the Race Relations Act (2000).
Commenting on a previously cited caveat in ACT research, the interventions were all 
run by extensively trained experts in ACT (Lappalainen, Lehtonen, Skarp, Taubert, 
Ojanen, & Hayes, 2007); some of whom are at the forefi*ont of ACT research in the 
pain field (e.g. Lance McCracken). By including studies with field therapists one 
could further improve the external validity of the results. Recent work has provided 
promising results in this line of enquiry, with newly trained psychologists able to 
provide beneficial treatment to clients after just 6 hours of lectures on ACT 
(Lappalainen et al., 2007).
Implications For Clinical Practice
With only one study comparing outcomes of ACT with a CBT group (finding in 
favour of ACT, Vowles et al., 2009), it would be premature to conclude whether
Literature Review 21
ACT is a superior choice of treatment for chronic pain over CBT. Based upon the 
guiding principles of evidence-based practice (NICE 2009) change at the policy level 
is inappropriate to consider at this stage. However the positive results from this 
review lend initial support to clinicians wanting to apply ACT interventions to their 
work with chronic pain clients, and clinical psychologists should be encouraged to 
continue to drive research in this area. Within the pain management service I work 
in, where clients receive individual and group CBT, there may be a place for ACT 
when working with clients who are able to identify their pain related thoughts, 
emotions and experiences, but are unable to effectively challenge them. The shift in 
challenging the content of their thoughts to addressing their relationship with their 
thoughts may provide improvement that would otherwise not have been achieved.
Due to the multidisciplinary nature of pain management, an important consideration 
for clinical practice is what the incorporation of ACT into multidisciplinary groups 
will mean for the team. The principles of ACT refute the use of pain control 
strategies, which arguably are central aims for physiotherapy and medical input. A 
shift towards the acceptance approach, would involve, for example, exercise being 
used as a form of exposure, activation of sensations or way of engaging in valued 
activities and this would need to be deemed acceptable by the team involved in 
treatment, referrers and the clients themselves. In my clinical experience working 
within a multidisciplinary pain management team, the acceptance of pain and a sense 
of striving to reach life goals are already firmly embedded within the ethos of the 
group, suggesting to me that a shift to and ACT approach may be welcomed by staff.
Summary
The reviewed literature provides initial support for the use of ACT in therapeutic 
interventions for those suffering from chronic pain, citing improvements in 
disability, affect and functioning, compared to no treatment controls. The 
methodological limitations of the studies, including small sample sizes and limited 
RCT’s suggest this is only the first step in establishing the evidence base in the field 
of chronic pain.
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Over the years and across cultures the definition of a learning disability^ (LD) has 
changed, with what it means and how it is measured altering in response to the 
cultural and political shifts of the time (Hatton, 1998). In the United Kingdom (UK) 
people with a learning disability are defined as those who experience a significant 
impairment of intelligence (IQ<70), as well as impairment in social and adaptive 
functioning, which were acquired before adulthood (Department of Health [DOH], 
2001). Disability can be seen to occur on a continuum of either symptoms (rated as 
mild to severe) or in terms of the level of support required by the individual (BPS, 
2001).
It is estimated that two percent of the UK population have a learning disability, 
(Emerson & Hatton, 2008; DoH, 2001, 2009), and of these it is estimated that 
between 20-39% of the LD population will also experience additional mental health 
needs (Taylor, Lindsay, Willner, 2008). Although it has been argued that prevalence 
rates vary depending upon the methods of data collection and the diagnostic criteria 
applied to each study, this is above the prevalence of mental health difficulties seen 
in the general population (Hatton, 2002). These higher rates can be considered in 
light of vulnerabilities that people with a learning disability may be exposed to, 
including reduced social integration, unemployment, poverty, poor physical health 
and abuse (Emerson & Hatton, 2008; Taylor, Lindsay, Willner, 2008). In spite of 
this, and the acknowledgement that those with a learning disability may have limited 
psychological resources to cope alone (Taylor, Lindsay & Willner, 2008), history has 
shown there to be little access to psychological interventions (Willner, 2005). 
However, since the process of de-institutionalisation and government agendas such 
as “Valuing People: A new Strategy for Learning Disability in the 21®^ Century” 
(DOH, 2001, 2009) there has been a new focus on the mental health needs of those 
with a learning disability. Stemming from this has been the application and 
adaptation of therapeutic interventions such as Cognitive Behavioural Therapy 
(CBT), behavioural interventions and psychodynamic therapy (Brown, Duff, 
Karatzias & Horsburgh, 2011; Hatton, 2002; Willner, 2005).
It is acknowledged that there are multiple terms used to describe the same experience. In the
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As the use of therapeutic interventions has grown so too has the call to apply the 
same systematic outcome evaluations used within general adult mental health 
services (Baker & Daynes, 2010). Within the learning disability field critics have 
argued that rigorous intervention evaluation has not been applied in practice and that 
outcome assessment has been overly reliant upon clinical judgement (Baker & 
Daynes, 2010). The importance in assessing intervention outcomes is underpinned by 
a clinician’s ethical obligation to ensure no harm is done to the client and that they 
are receiving high quality and effective treatments (Sperlinger, 2002). Clinicians 
may also use the outcome data of interventions to drive their own professional 
development (Hatfield & Ogles, 2004). On a societal level the use of outcomes to 
assess interventions is in line with the recent government agenda of evidence-based 
practise (DOH, 2001). In the current economic times it is an essential tool to justify 
resource allocation.
Despite the important reasons for using outcomes in clinical practise, surveys suggest 
not all clinicians or service managers use outcome measures in their routine practice 
(Hatfield & Ogles, 2004; Young & Chesson, 2006). This essay will explore some of 
the issues that professionals have been faced with when measuring intervention 
outcomes for those interventions used with people who have a learning disability or 
their carers (staff or family). Although it is recognised that there are a variety of 
interventions that are applied across social and health care this essay will focus 
primarily on interventions where psychologists play a pivotal role, i.e. those 
addressing emotional problems and challenging behaviour. The essay will explore 
issues around what outcome data clinicians should measure considering the 
differences in how psychological distress is expressed by those with a learning 
disability. It will also consider challenges in applying the current methods of data 
evaluation to carers and people with a learning disability. The essay will consider 
how participant factors may effect the reporting of outcome data as well as some of 
the challenges researchers are faced with when designing evaluation studies. The 
final part of the essay will include implications for clinical psychologists and the 
author’s own reflections.
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What Constitutes An Outcome Measure?
Surveys conducted in the nineties suggested that the majority of health and social 
care service managers did not routinely use outcome measures (Young & Chesson, 
2006). In recent times this is beginning to change, as evidenced by the introduction 
of the Health of the Nation Outcome Scales for People with a Learning Disability 
(HONOS-LD, Roy, Matthews, Clifford, Fowler & Martin, 2002), which has been 
widely adopted across many services in the UK. However despite this there still 
appears to be uncertainty as what to measure as an outcome (Barr, 2011). The British 
Psychological Society guidelines define an outcome measure as, ''the assessment, 
during or after having received services, o f behaviour, states or adjustment, which 
are significantly related to the reasons for the person having sought care”. 
(Sperlinger, 2002, p5).
Along with this the guidelines reinforce the point that if outcomes are to be measured 
they must be useful, meaningful and relevant so to justify the additional burden 
placed upon clinicians and clients (Sperlinger, 2002). With this in mind it is 
important that the purpose of the outcome measure is clearly defined from the outset. 
The choice of outcome measure will be influenced by whether it is aimed at 
assessing the intervention for the service user, clinician, carer or service 
commissioner (Sperlinger, 2002; Barr, 2011). For example, if the outcome measures 
were required to compare the effectiveness of one intervention against another, it 
would be necessary to include standardised measures with normative data. However, 
if the purpose of the outcome measure was to assess a particular aspect of the 
intervention it may be more appropriate to place emphasis on measures of client 
experience, such as satisfaction (Sperlinger, 2002). It is essential that professionals 
and service managers work collaboratively with each other to ensure that measures 
selected are easy to use in clinical practice, are cost and time effective and can 
produce reliable results through sound psychometric properties (Barr, 2011).
Barr (2011) criticises learning disability services for having focused on measures of 
volume rather than quality, citing outcome data such as meeting attendance, contact 
time with families and complaints or compliments received from clients post 
intervention. He comments that these are meaningless in the context of true outcome
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data which, he states, should focus on whether the person-centred goals agreed with 
the individual have been met post intervention (Barr, 2011). He also comments that 
outcome measures for learning disability services should be chosen collaboratively 
with services users, in conjunction with current policy values of inclusion and 
partnership (DOH, 2001). When studies have explored this there seems to be 
concordance between staff and client groups as to what constitutes an important 
intervention outcome measure. Surveys assessing social and health care service 
managers and client views both point to improved quality of life as the most 
meaningful outcome measure (Miller, Cooper, Cook & Fetch, 2008; Young & 
Chesson, 2006). In particular outcomes such as social contact, activity and patient 
experience were cited as being important (Miller, et al., 2008).
Within the psychological field outcomes assessing interventions for psychodynamic, 
CBT and systemic therapy have been patchy and what has been measured appears 
variable (Brown et al., 2011; Willner, 2005). Citing the example of psychodynamic 
psychotherapy Willner (2005) noted that many intervention outcomes were 
descriptive or anecdotal. Outcomes that have been used have tended to focus around 
the frequency of problem behaviours and the reduction of psychiatric symptoms 
rather than the wider patient- based measures such as patient satisfaction or quality 
of life (Brown et al., 2011; Willner, 2005;). With the increasing recognition that 
patient-based outcomes are important this could be a focus of future research. It 
should be noted that steps have begun to be taken in this direction with a recent study 
assessing psychodynamic group therapy including patient satisfaction as part of its 
evaluation (MacDonald, Sinason & Hollins, 2003).
For symptom reduction an important issue to recognise is that the expression of 
distress in those with a learning disability may be qualitatively different from those 
without a learning disability (Dagnan, Jahoda, McDowell, Masson, Banks & Hare, 
2008; Hermans & Evenhuis, 2010). For instance those with a severe or profound 
learning disability are thought not to present with the cognitive markers of 
depression, such as feelings of guilt or helplessness (Hermans & Evenhuis, 2010). 
Instead behavioural equivalents, such as wandering or irritability, which is not
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mentioned in the standardised DSM-IV (American Psychiatric Association [A?A],
2000), may better reflect depression in this group (Hermans & Evenhius, 2010).
Measurement Considerations
A second issue to consider when assessing the outcomes of interventions for people 
with a learning disability is the practicalities of how to collect the data. In a survey of 
care and health service managers the most appropriate way to collect outcome data 
was said to be through the assessment of goal -setting (Young & Chesson, 2006). 
Other individualised methods of evaluation, such as care plan reviews, which 
assessed whether the services had to met an individual’s specific needs were also 
recommended (Young & Chesson, 2006). The flexibility in this approach was seen to 
be important given the heterogenic nature of the learning disabled population (Young 
& Chesson, 2006). Whilst these types of measures reflect the move to the person- 
centred focus of heath care, their sole use has been critiqued for making standardised 
service evaluation difficult (Young & Chesson, 2006). Within psychological 
interventions the use of self- report and observation have typically been used to 
assess outcome. These will be discussed in further detail below.
Self Report Measures
Talking therapies, such as CBT for depression, typically rely on standardised client 
self-report measures as tools to assess the outcome of interventions. The use of such 
standardised measures has provided a more objective way to assess outcomes over 
the anecdotal reports described in earlier intervention case studies (Di Marco & 
lacono, 2007). Generic self- report measures used in the same format for people with 
or without a learning disability enable comparison of intervention effectiveness 
across populations (McKenzie & Langa, 1994). However their use has been 
criticised for neglecting parameters specific for those with a learning disability 
(McKenzie & Langa, 1994). A more common practise has been to adapt existing 
scales by altering the language of the questions to compensate for impairments in 
memory, information processing and language comprehension (Marshall & 
Willoughby-Booth, 2007). Whilst this has improved the psychometric properties of 
the measures changing the language content alone does not take into account the 
qualitative differences in the expression of emotional distress between those with a
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learning disability and those without (Dagnan et al, 2008). In response to this 
specifically designed measures have also been developed (e.g. Glasgow Depression 
Scale, Cuthill, Epsie, & Cooper, 2003).
Issues around the use of all client self-report measures centre on their reliability and 
validity for assessing change in people who have a learning disability. Both Hermans 
& Evenhuis (2010) and Finlay &Lyons (2001) reviewed the psychometric properties 
of adapted or newly designed self-report measures for depression. They noted that 
many of the questionnaires had not gone through rigorous validation procedures and 
at times only the reliability of the measures had been reported. It has also been noted 
that the small sample sizes in questionnaire development studies has meant that 
normative data may only be tentative (Dagnan et al, 2008). Further to this the degree 
of heterogeneity in clients, in terms of personal history, linguistic and cognitive 
ability is so broad that the reliability and validity statistics collected fi'om one sample 
may not be valid for all clients (Finlay & Lyons, 2001).
Considering the actual content of self-reports, question content, structure and format 
is central to the issue of whether these measures can provide meaningful intervention 
outcome data. Finlay & Lyons (2001) suggest that questions requiring judgements of 
symptom frequency and duration, or those requiring the comparison of symptoms or 
beliefs over time, may be difficult for people with a learning disability to understand. 
Other difficulties have also been noted in questions requiring the client to be socially 
reflexive or asking them to comment on abstract ideas such as obsessions (Finlay & 
Lyons, 2001).
Despite the many challenges self-report measures are faced with, they have been 
shown to be effective if sensitive modifications can be applied. To address issues of 
question format Finlay & Lyons (2001) recommend using measures whose questions 
are concrete, simple and whose answers can be based upon specific situational 
markers rather than generalisations or abstract timeframes. Checking the 
understanding of questions using service user focus groups at questionnaire 
development and the use of pictures to describe the response formats can also 
enhance the extraction of meaningful data (Finlay & Lyons, 2001; Marshall &
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Willoughby-Booth 2007). The auditory presentation of the material was a further 
suggestion to help address measurement issues. Whilst this enables the clinician to 
check understanding, the memory load of hearing the question and its response 
options may prove difficult for people with a learning disability (Finlay & Lyons
2001). There are also issues around the loss of questionnaire standardisation with 
auditory presentation as clinicians often alter the way in which questions are phrased 
(Finlay & Lyons, 2001).
Proxy measures may also be used when clients are unable to use self- report and 
within the depression literature both informant and client measures are being 
developed with good psychometric properties (Hermans & Evenhius, 2010). 
However there have been questions raised about the ability of proxy self-reports to 
tap into the client’s experience, with Hatton (1998) explaining that these measures 
are still “guessing at another person’s comfort” (p. 107). Multiple studies have also 
cited poor concurrence between carer and client ratings (e.g. Qol measures, McVilly, 
Burton-Smith & Davidson, 2000; challenging behaviour anger measures Rose & 
Gerson, 2009). It is noted that staff and client rated outcome measures rely on 
different processes to inform judgements (e.g. internal interpretations vs observation. 
Rose & Gerson, 2009). Client cognitive ability or acquiescence may mediate the 
difference between client and carer ratings (McVilly, Burton-Smith & Davidson, 
2000), but it is also important to acknowledge informant characteristics that may 
account for the variability. In particular client and carers have different life 
experiences and different access to the full range of possible choices in life (Finlay & 
Lyons, 2001). Therefore staff or carer’s interpretation of subjective outcomes, such 
their definition of what constitutes friendship, may be different from the client’s. 
This is because they will be using different social comparisons as their benchmarks 
(Finlay & Lyons, 2001). When interpreting the responses to outcome evaluation it 
may be helpful to hold these different positions in mind.
Observation
Client observation has also been used as a method of assessing the outcome of 
interventions. Issues surrounding this methodology can be exemplified in the 
behavioural interventions conducted to manage challenging behaviour. The BPS
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(2004) guidance for working with challenging behaviour suggests at a minimum 
outcome data should include the rate and duration of the target behaviour, with 
intervention success defined as a reduction in the expression of this behaviour (BPS, 
2004). In clinical practise observation is usually conducted by carers, care staff or 
clinicians and often involves completion of ABC (Antecedant-Behaviour- 
Consequence) monitoring forms. These require the observers to describe the 
behaviour, its consequences and the environment in which the behaviour took place 
(Baker & Daynes, 2010). Issues of reliability and measurement validity of 
observation outcome measures have been identified within the literature (Baker & 
Daynes, 2010). These include differences in inter-rater reliability between carers, 
who may hold different definitions of what constitutes the target behaviour, as well 
as having different thresholds for when the behaviour is considered noteworthy 
(Baker & Daynes, 2010). In addition to this time pressures on carers or staff may 
mean there is a lag between the expression of the behaviour and the completion of 
the chart, possibly leading to issues of mis-remembering or the chart only being 
partially completed (Baker & Daynes, 2010).
A final issue when assessing behavioural interventions through observational 
methods has been the difficulty that some client behaviours may occur when the 
client is alone. Observers are therefore unable to record accurate assessment of 
behaviour duration or frequency (Baker & Daynes, 2010). In the evaluation of 
positive behavioural interventions for challenging behaviour, researchers addressed 
this issue by using video to record behavioural instances (Feldsman, Condillac, 
Tough, Hunt & Griffith, 2002). Weekly footage was taken of pre-determined time 
intervals in which care staff had predicted the challenging behaviour to occur. 
Researchers coded change observed over time using a standardised coding system 
(Feldsman et al., 2002). This observational method has several benefits, such as 
reducing the burden on staff as researchers can code the data and, due to the 
naturalistic setting, the ecological validity of the behaviour is also preserved. 
Although not discussed in the paper it should be noted that whilst the use of this 
evaluation method has its place in research, for clinical practice there are ethical 
complications of using video in care homes in terms of staff and client consent.
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An interesting extension of using video to assess interventions has recently been 
piloted in the evaluation of CBT (Burford & Johoda, 2011). Here clients with a mild 
learning disability reviewed audio or video recordings of their CBT sessions and 
were invited to comment on the effectiveness of the therapy they had received. 
Clients found the video useful in helping them evaluate the intervention and were 
able to comment on how they felt about themselves, the therapist and how CBT had 
helped them (Burford & Johada, 2011). The positive results suggest that client 
observation using video could be an effective method of intervention evaluation.
Participant Considerations
The third factor to consider includes issues around the participants involved in 
assessing the outcome of an intervention. This includes whose information one uses 
to inform the evaluation. The answer to this question is dependent upon the type of 
intervention being delivered, its purpose and the ability of the client to communicate 
changes in their psychological, social or physical well being. There is growing 
evidence to suggest that people with a mild to moderate learning disability can and 
should be readily involved in evaluating interventions (Brown et al., 2011; Hatton,
2002). However there is a gap in the literature regarding the inclusion of those with a 
profound learning disability (Di Marco & lacono, 2007). As evidence suggests that 
50-90% of people with a learning disability have communication difficulties, 
particularly relating to their internal mental states (Brown et al., 2011). It could be 
argued that it is not ethical or meaningful to involve clients in evaluation if they do 
not have the capacity to communicate their experiences. However it could also be 
that the client’s are limited not by their communicative difficulties but by the 
clinician’s failure to adapt or understand how to use an alternative communication 
system to explore experience (Di Marco & lacono, 2007). This is an important 
distinction to make and it may be that a role for Clinical Psychologists is to further 
develop evaluative methods that use alternative communication systems (e.g. signs, 
aids and electronic communication devices).
For those clients that are able to take part in outcome data collection it is worth 
considering how extraneous variables may impact upon their answers. People with a 
learning disability are often dependent upon carers or professional staff for support in
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their everyday lives. They may therefore be concerned about the implications of how 
their response to interventions will be interpreted by others (Finlay & Lyons, 2001). 
Fidell (2000) furthered this by stating that there is a tendency for people with a 
learning disability to contribute to an evaluation even if they do not fully understand 
the measures. As such issues of acquiescence and bias due to social desirability need 
to be considered when interpreting client outcome results. Evidence suggests 
interview styles that are sensitive to issues of suggestibility can reduce bias in the 
outcome data (Hatton, 2002).
Where there is uncertainty around the ability of clients to evaluate the outcome of 
interventions themselves proxy measures are often sought from staff or carers (Rose 
& Gerson 2009). The involvement of carers to evaluate intervention outcomes is 
useful in providing an alternative perspective from the clinician’s that stretches 
beyond the therapy room and allows a more complete picture of change to be 
captured. The issue of who takes part in the evaluation can be difficult as often 
many support workers or family members are involved in a person’s care at any one 
time. For clinicians to get an accurate assessment of change post intervention it 
would be important for the carer to know the client very well and have regular 
contact with them.
It is necessary to acknowledge that who completes the outcome measures may have 
an impact upon how the intervention is assessed. This is because care staff and 
family members come with different perspectives and experiences of both mental 
health and of the client themselves. Within the challenging behaviour literature a 
study exemplified this by comparing multiple staff members frequency counts of a 
single client’s self-injurious, aggressive and stereotyped challenging behaviour 
(Lambrechts & Maes, 2009). They found that care staff reported different 
frequencies of challenging behaviours and that this variability was partially 
explained by staff characteristics, such as the amount of work experience the staff 
member had had. In addition to this staff’s own attributional style (internal vs 
external) towards the causes of challenging behaviour were also found to influence 
the extent of behavioural reporting (Lambrechts & Maes, 2009). Literature has found 
that when staff members view challenging behaviour as internal to the client they can
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also experience high expressed emotion (Weigel, Langdon, Collins, & O’Brien, 
2006). Although not commented on in the research it would be interesting to 
consider whether the presence of high expressed emotion may also impact upon the 
reporting of outcome data.
Another issue around using carers to evaluate intervention outcome is to consider 
whether carers are actually able to identify changes in another’s psychological well 
being over time. In the past care professionals have been blamed for attributing new 
presenting symptoms to the client’s learning disability rather than relating them to 
emotional distress (diagnostic overshadowing, Munden & Perry, 2002). The 
literature provides examples of this citing staff’s inability to attribute behavioural 
difficulties after bereavement to psychopathology (Hollins & Bsterhuyzen, 1997).
Training in the recognition of mental health problems has been found to improve 
staff’s ability to detect emotions, such as depression, in those with a learning 
disability (Munden & Perry, 2002). In a study comparing staff ratings of client anger 
before and after an intervention programme (Rose & Gerson, 2009), it was found 
that client and staff ratings were concordant only if the staff member had also 
attended the therapeutic intervention (Rose & Gerson, 2009). It was suggested that 
this was because staff were able to use the training to learn how to recognise their 
client’s expression of anger (Rose & Gerson, 2009).
A final issue when including staff or carers in the intervention evaluation is the extra 
burden this may place on them. Anecdotal reports suggest that families can struggle 
to complete multiple forms in-conjunction with the time pressures and fatigue for 
caring for their relatives (Baker & Daynes, 2010). This is particularly relevant for 
those families who care for people with multiple and profound learning disabilities. 
A recent survey revealed that 37% of families were in contact with at least eight 
professionals at any one time and that the majority of these families rated inter­
agency coordination as poor (DOH, 2010). The survey also captured the strain that 
many families are already under, citing that approximately 60% of families 
interviewed were involved in at least 10 hours of physical care and 8 hours 
educational or therapeutic activities a day (DOH, 2010).
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Research Considerations
Best practise for assessing the outcomes of an intervention within research is 
considered to be through the use of randomised controlled trials (ROTS’s, Royal 
College of Psychiatrists, 2004). Currently the literature base assessing 
psychotherapeutic interventions for people with a learning disability is primarily 
dominated by descriptive single case studies and small-scale studies that lack the 
participant numbers to allow for control group allocation (Brown, et al., 2011).
The Royal College of Psychiatrists (2004) highlight some of the difficulties of 
conducting RCTs to assess psychological interventions with people with learning 
disabilities. The controlled nature of RCT’s means the homogeneity of groups is 
essential and only one psychological problem with no other comorbidity can be 
considered at a time. This has implications for study recruitment as potential 
participants are already being selected from a small proportion of the general 
population. Low sample sizes can threaten the power of a study and raises the 
questions of ecological validity in light of the fact that heterogeneity is a 
fiindamental characteristic of the learning disabled population. The use of multi 
centre research sites can be used to address issues of small sample size and improve 
the reliability of outcome studies (Brown et al., 2011). There are also ethical issues 
in randomising vulnerable people to control groups. Consent issues also need to be 
considered when gaining informed consent for both the research and treatment. This 
is especially true if the client has incapacity or is being seen during a time of crisis 
(Brown et al., 2011).
Implications For Clinical Psychologists
The movement of health and social care to evidence-based practise and payment by 
results makes it essential to apply robust outcome evaluations to the interventions we 
use. Our analytical skills in research set us apart from other therapists and make us 
ideally placed to lead in the development of the literature base. This can include 
critiquing work that has already been conducted and extending research both 
qualitatively and quantitatively into process and outcome evaluations.
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We also have a clear role in combining our clinical and research experience in 
thinking about how we may develop valid and innovative outcome measures in light 
of the heterogeneity of the learning disabled population. It has been noted that 
outcome measures in the past have tended to be based upon the medical model and 
include measures such as symptom reduction. As Clinical Psychologists we can 
bring a holistic view to the evaluation of outcome measures and develop the use of 
wider patient-based measures, such as quality of life and client experience. 
Innovative work has already been developed to address this with the use of different 
media in supporting clients to report their experience of intervention satisfaction (e.g. 
Burford & Johoda, 2011).
Our knowledge of mental health places us in a good position to train care staff and 
carers in recognising the expression of distress in people with profound learning 
disability. This will not only enable an increase in appropriate referrals for 
psychological intervention but it would also improve the reliability of proxy outcome 
measures.
From the essay it is clear that a one size fits all approach to evaluating outcome 
measures is unlikely to be applicable to learning disability services (Barr, 2011). It 
may be that an additional role we have as leaders is to communicate this to service 
managers and policy makers, who are often pressured to develop manualised 
approaches to the care system (e.g. Increasing Access to Psychological Therapies).
Reflections And Summary
Prior to clinical training I had not worked within a learning disability service and 
approached this essay with curiosity in the hope it would prepare me for my future 
placement. The essay has highlighted the complexities involved in facilitating 
evidence-based practise, including the practical and personal factors that may impact 
upon the assessment of my intervention outcomes. I have learnt that it will be 
important to consider not only the client’s linguistic and cognitive capabilities, but I 
also need to consider the pressures on the wider system around them if I am to select 
the most appropriate outcome tool. The essay has also taught me to think flexibly
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about what outcome data I may want to choose and how I can meaningfully detect 
change in this population. In summary I feel a one size fits all approach to 
assessment can not be applicable when working with a learning disabled population 
and the inclusion of clients and staff in developing proper outcome measures will be 
essential for moving the literature base and clinical practise forward.
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Introduction
Upon commencing our clinical training we were assigned to Personal and 
Professional Development Groups (PPD) whom we are to be working with for the 
frill duration of our training course. Our first assignment in this setting was to 
generate a presentation response to the title “relationship to change”. The group had 
6 weeks to prepare, with no specified guidelines as to expected content or format. 
My group consisted of 5 females (including myself) and a male. The following 
account includes my reflections of our assignment, my personal learning gained from 
the group process and how I have applied this to my work on placement.
Reflections On The Group Experience
Our initial group discussion around the concept of “relationship to change” produced 
a diverse range of opinion, stemming from individual experience and inspiration 
gleaned from social and political change. Having rooted my ideas of change in my 
own experience I enjoyed learning about these different perspectives and they 
enabled me to look at my own relationship to change in a new light.
Rather than agreeing on one theme from these discussions, the structure of our 
presentation developed around this diversity. Each group member focused on a 
concept of change important to them and then explored the theoretical literature 
around this topic. What emerged were distinct areas where our understanding of 
change impacted on our role as Trainee Psychologists (e.g. therapeutic relationship 
and intervention choice) and this became the theme of our presentation. As we 
wanted this process to be relevant for practise we applied our ideas and theoretical 
learning’s to a clinical case study. This process echoed the work of the scientist- 
practitioner model (Schapiro, 2002) and has been an approach that I have been 
applying throughout my clinical placement. For example, when faced with a client’s 
ambivalence about change I found considering the literature around motivation to 
change (Miller & Rollnick, 2002), in conjunction with my client’s formulation, 
helpful in understanding reasons behind her resistance. I also found it useful applying 
the evidence-based practise of motivational interviewing in our session as a way of 
exploring with her the barriers to change.
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The individual preparative approach described above, allowed diverse perspectives 
to be taken into consideration and as a group we felt our ideas were valued. 
However, it took several weeks to form our overarching theme and in its absence we 
continued to work separately on our chosen areas of change. This strategy at times 
felt like we were developing 6 separate presentations and although we were able to 
link these together with a theme towards the end, the breadth of information meant 
that for me the link between segments felt a little tenuous. I felt this lack of cohesion 
was echoed in the final presentation.
Reflecting on the reasons for using this individualistic strategy, I wonder if it was a 
result of the lack of team structure. There was reluctance from team members to take 
on the leadership role and therefore no one person moved to make the final decision 
about the focus of the presentation. This reluctance was evident in conversations 
between sessions, where individuals expressed concerns they had directed 
conversation too much. Reluctance to assume the role of leader was possibly a 
reflection of the newness of the group, juxtaposed with our desire to generate 
positive first impressions in a group we knew we were to be involved with for a long 
time.
The process taught me that if there is not a clear aim or strong team structure to bind 
multiple perspectives together, joint working may feel incoherent and could lead to 
team stress. For my current placement this is an important concept I have become 
aware of as I take part in joint group work alongside nurses and physiotherapists. 
Within this team we have different expertise and approach client’s problems with a 
different focus, all of which need to be negotiated when deciding best care. It is 
therefore essential we root our differences in the overall aim of the group 
(“developing quality of life, regardless of distress”) and we acknowledge our clinical 
lead when finding our way through the decision making process.
Another factor that contributed to the lack of team coherence could have been the 
group’s reluctance to speak openly about disagreements. An example of this group 
process was evident when one group member held strong desires to include their 
concept of change in the presentation, even though to others it seemed disparate with 
the rest of the work. Rather than directly talking through this disagreement, time was
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Spent indirectly commenting on how this approach would fit into the presentation. I 
wondered if this was an attempt by the group not to marginalise the member’s 
opinion, especially as he was the male minority in the group. However by not 
resolving the conflict explicitly the group member continued with his work which 
left others feeling unheard and fimstrated.
Reflecting after the presentation we realised we had relied heavily on individual 
coping strategies to deal with this stress in the group (e.g. avoidance, seeking advice 
from individuals). We failed to use refiection-in-action (Schon, 1983) to resolve the 
conflict in the moment or to understand how our personal approaches to work 
affected the group dynamics. The value of using reflection was only highlighted post 
presentation once we engaged in reflection-upon-action (Schon, 1983). Here we saw 
the benefits of engaging in honest conversation about how we had experienced the 
group and were able to problem solve moving forward. For me it was only after this 
conversation that I felt the group became more cohesive.
Over the subsequent 3 months reflective practice is still not a natural part of our 
process, possibly because we may be reluctant to expose ourselves to what can be 
uncomfortable discussions. As a way of addressing this actively we have reflection 
on the agenda to act as a prompt. These have been useful lessons, which I have taken 
into clinical practise. In my supervision sessions, we agreed to review the impact our 
styles of working had on our supervisory relationship. Although I found it difficult at 
first, possibly as I was talking to a work superior, we were able to be honest as to 
how our approaches to work have helped or hindered my learning experiences. To 
illustrate with an example, our reflections have highlighted that my supervisor’s 
tendency to want to tell me the answer straight away, and my tendency to let him, 
has not been conducive to me developing independence in my work.
In terms of working within the multidisciplinary team, making it safe to reflect in 
groups honestly and constructively is a daunting task, especially for a trainee 
entering an established team. In the teams I work with, reflection-in-action is not 
explicitly practised and due to time pressure on staff it may not be considered of 
value as an agenda item. After seeing the problems created within our PPD group
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from not undertaking reflection-in-action, and then the large benefits gained from 
reflection-upon-action I believe it would be a useful tool to practise, especially when 
fractures are apparent within a team. If I were to set up teams in the future, 
encouraging reflective practise would be an important part of the process.
My Role Within the Team
I noticed one of the roles I took within the group was to ensure we kept referring the 
project back to its initial aims and actively encouraged the production of work, by 
taking the lead on our slide development. I enjoyed this responsibility and the 
proactive approach required, as for me, it was my attempt to bring the group 
together.
This approach seemed to work well within the team as the visible production of our 
work was motivating. However I think it may have also contributed to frustrations, as 
the pressure I put on myself to move the task forward meant I became frustrated 
when conversation diverged from the task or we failed to agree on a decision. It 
made me quite rigid and I wonder if that contributed to me not talking about the 
group relationships in the session, as I felt it was taking time away from directly 
moving the project forward. I recognised this in myself towards the end of the 
preparation stage and found stepping back from the task enabled me to accept other’s 
perspectives and it eased my frustrations. Having since observed other group 
members chair sessions using a more person-centred focus rather than a task centred 
focus, I would be keen to incorporate more of this into my group work, establishing 
more of a balance between task and person.
Reflection On My Personal Experience
I wondered if the task- orientated approach I took within the team was a result of the 
anxiety I initially experienced in the preparation stage of the project. The ambiguity 
of the title generated worries over what the assessors were expecting. For me this 
was a new way of learning, and a break away from the traditional assessment format 
governed by known marking criteria. In response to this anxiety I sought reassurance 
from other group members and was keen to make decisions quickly to generate a 
structure to our presentation.
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Reflecting on the nature of the anxiety I wondered if it was created by my intolerance 
of the uncertainty around the task. Poor tolerance to uncertainty in ambiguous 
situations has been linked to increased worry levels (e.g. Buhr & Dugas, 2006). For 
me I noticed my worry decline significantly once our presentation format became 
more certain and we had received feedback from our tutor.
Extending this observation to my own relationship to change I noted I find the results 
of change an overall positive experience, but the process very anxiety provoking. 
Explaining this using uncertainty has been very useful; I see the outcome as positive 
as it is involves regaining control, and the process anxiety provoking as, by its 
nature, it is a period of uncertainty.
Understanding my reaction to uncertainty has been a useful observation in improving 
my clinical work over the last 3 months. My ability to understand why the process of 
change is anxiety provoking has been helpful in expressing genuine empathy with 
my clients as they move through change themselves. Importantly this reflection has 
also taught me that, if I am to progress as a therapist, I also need to learn to tolerate 
uncertainty. The collaborative nature of therapeutic work (e.g. Cognitive Behavioural 
Therapy, Beck, 1995) means I will never be certain what experiences the client will 
bring to our sessions. Learning to tolerate this uncertainty has been important in 
facilitating true collaboration with my clients. When I feel comfortable not knowing 
what a client may bring to a session, it has allowed me freedom to explore their 
opinions and use their expertise to help facilitate meaningful change. Those times 
where my worry has disrupted that balance and led me to try and control the 
direction of the session the client has become disengaged and we have had to spend 
time refocusing on their goals.
A final observation was my reaction when talking within the group about my 
personal experiences of change. Here I found it more uncomfortable admitting I 
found the process of change hard in front of the male in our group. I was unsure if 
this was because he was a man, or because through earlier discussion (regarding 
breadth of clinical experience) I perceived myself to be in a position of weakness 
compared to him.
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However this event, coupled with my initial reaction to having a male supervisor 
which included the thoughts of whether he “would be able to relate to me”, led me to 
question my position on gender. I wondered if I held preconceptions that male 
therapists would be judgmental or would not share the same emotional understanding 
as me. This experience has made me consider what preconceptions my clients, of 
differing genders, may have about me as a female therapist. Distinct differences have 
been reported among client’s experiences of speaking with therapists of the same or 
different gender (Gehart & Lyle, 2001). As well as differences in connectedness, 
these ideas also include the notion that male therapists are often seen to be more 
problem-focused and less sympathetic and female therapists are considered more 
feeling-focused (Gehart & Lyle, 2001). Importantly it should be noted that positions 
vary widely, and differences in gender may also be seen in a positive light such as an 
opportunity to take therapy more seriously or get a different perspective (Gehart & 
Lyle, 2001). What may be important is the match between the needs of the client and 
a therapist’s therapeutic style (i.e. problem-focused, feeling-focused). By exploring 
my clients’ position on gender, I can perhaps adapt my communication style to meet 
their needs and by understanding my own gender beliefs I can be sensitive as to how 
these may inform the opinions I generate about my client’s difficulties.
It is also important to note, that further diversity issues, such as differences in 
culture, may also play a role in the therapeutic relationship (Neufeldt, et al., 2006). In 
my personal experience, as a researcher it was deemed inappropriate for me, as a 
young female, to interview older Pakistani males regarding health issues, whereas 
this was not a problem for older men of different ethnicities. Therefore it will be 
important to consider the holistic context a client is bringing to therapy.
Conclusion
For me both the PBL exercise and the subsequent reflection has provided me with 
useful lessons I have been able to take into my clinical practise. Understanding my 
reactions to uncertainty and my task-orientated approach within groups has enabled 
me to progress both in my therapeutic work and in my wider role as a member of 
multidisciplinary team. The value of being a refiective-practitioner has been
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reinforced through this process and I hope to continue to use it to guide my
development.
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Introduction
As part of our work within our Personal and Professional Development Group (PPD) 
we undertook a problem-based assignment, which upon completion, we were 
required to present to the remaining cohort. For the purposes of the task we were 
presented with a genogram and vignette regarding the experience of Mr and Mrs 
Stride, who were at risk of losing their twin daughters (Appendix A for full task 
details). We were introduced to some of the challenges they were faced with 
including poverty, the presence of domestic violence and both having a learning 
disability. We were also provided with information regarding the past and present 
involvement of professionals and extended family. The question we were required to 
answer was “Whose problem is it?” There were no restrictions on the type of 
presentation we could do.
Our PPD group has been established for a year and consists of a male and 5 females, 
including myself. This account will document how our group approached the task 
and its subsequent presentation. It will also include my reflections on the group 
process, my role within the team and what I have taken personally from the 
experience. Throughout I will consider how I have applied my personal learning 
from the task and group experience to my clinical practise.
Reflections On The Group Experience 
Our Approach to the Task
Our initial discussions around the vignette highlighted the complexity of the case and 
the many different areas that could be considered when answering the question 
“Whose problem is it?” Discussions centred around both personal and systemic 
considerations, such as the impact of domestic violence on family members, the 
experience of having a learning disability and the systemic processes involved in 
child protection. Whilst we brainstormed a multitude of issues in our preliminary 
meetings we recognised that due to the twenty-minute time limit of the final 
presentation we would be unable to cover all of these topics in depth. Therefore we 
debated which issues we felt were key and individuals volunteered to research them
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in more detail. From there our work took on a cyclical pattern of research and further 
discussion from which the presentation content and style grew.
Throughout this process an additional question that drove our approach was what 
would we as a group find useful to further our professional development. For 
example several of us were on our child placements and keen to learn more about 
child protection issues, so we volunteered to explore this further. This attitude was in 
stark contrast to how we approached the problem-based assignment last year. During 
that task I think the question “what does the course want to see?” was more of a 
driving force. I wonder if this difference was a result of the different contexts we did 
the task in and the meanings the tasks held for us. Last year the group task had been 
our first assignment of the course and we had yet to experience clinical placement. 
There was a sense in the group that we needed to use the task to justify our newly 
appointed position on the course. This year the outcome of the assignment felt much 
less pressured and we approached it as a chance for professional growth rather than 
as a need to prove our competence.
Our discussions led us to take on the different perspectives of each member of the 
Stride family and that of the wider professional system. We found that this approach 
was particularly useful in helping us see the broader picture and consider how each 
microsystem could be maintaining the Stride’s difficulties. We therefore decided to 
use this approach in our final presentation and as such each adopted a character from 
the vignette, who portrayed the different systems’ viewpoints. Taking such a holistic 
view is a skill I have found useful within my Clinical Placement. As an example I 
have been able to use this perspective to help a mother understand how the family 
and school systems may be impacting upon her child’s well being. There are 
however limitations to taking this perspective. By doing so you come to see 
everyone’s point of view and it can be hard to form a decisive opinion on outcome. 
This was reflected in our presentation in which we never definitively labelled “whose 
problem it was”.
As our research into the content of the presentation continued our discussions turned 
to how we would want to present our material. We approached the presentation of
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our results mindful that the day would include other presentations around the same 
vignette and that staff, students and service users were to be present. As such we 
wanted to do a presentation that was accessible and engaging to everyone. Being 
mindful of who you are presenting psychological ideas to, and altering your 
presentation accordingly, has been an essential skill I have taken into my clinical 
practise. The use of abbreviations and jargon can alienate service users and threatens 
the collaborative nature of therapy. I have therefore learnt to check client’s 
understanding and to adopt their own language when talking about psychological 
concepts. As an extension of this I have learnt the value of presenting psychological 
ideas through different mediums. When presenting the results of neuropsychological 
tests I have found using a pictorial normative graph has been useful in explaining test 
performance. I have also found metaphors a useful way of explaining new ideas.
Our group were aware that the previous year we had used a familiar dyadic style 
power point presentation, which I thought had been chosen as it acted as a safety net 
at a time when we did not know each other or what was expected of us. As we were 
now more comfortable as a group, and keen to engage the audience, we decided to 
take more risk and use a “Through the Key Hole” game show format. Here we used 
role-play to look at the different conversations that could be going on around the 
Stride’s case. We recognised that the format had to be sensitively managed, as we 
did not want to make light of the Stride’s family situation. On reflection with the 
wider audience we also noted that perhaps the use of the game show was also a 
comment on today’s society, in which talk shows use real life struggles as 
entertainment.
Group Process
Reflecting on our group process as a whole I felt that we were more cohesive in the 
way we worked together compared to the assignment the previous year. This was 
evidenced by our willingness to discuss different viewpoints and our shared 
understanding of how we wanted to approach the task. In particular last year we 
seemed to interpret our different interests (i.e. political or theoretical backgrounds) as 
threats that became obstacles to progression if they differed from the majority 
viewpoint of the group. This year such differences appeared to be recognised more as
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opportunities in which we could learn from one another. I think recognising that 
difference in teams can be a chance for professional growth is a useful perspective to 
hold when working within the multidisciplinary team. Using the team’s differing 
backgrounds would be especially useful in informing a client’s formulation and I 
have witnessed this personally when working as part of a reflecting team for family 
therapy. As such upon entering a new team in my future work I will be keen to learn 
more about the backgrounds of those I work with.
Considering our group in the light of the stages of group development, and after a 
year of intense group reflection, I wondered whether we had passed through the 
“forming, storming and norming” stages of development (Tuckman, 1965) and had 
reached the “performing” stage. I saw the task as a chance to confirm this. I think the 
group as a whole echoed this desire, as they appeared equally enthusiastic about the 
chance to complete the task together.
Power dynamics and decision-making were additional group processes that stood 
out for me in this task. As a group we chose not to have an elected leader and instead 
made decisions through discussion and compromise. Whilst this allowed us to feel 
like all our input was equally valid, I found that with no one willing to make the final 
decisions several of our sessions appeared unfocused and confused. I also noticed 
that the session we did make concrete progress was when two of the group members 
had been unable to attend the meeting. I wonder whether in the smaller group we 
had less opinion to debate, so could more easily form a coherent plan, which we then 
presented to the absent members. But I also considered this in light of implicit power 
dynamics within the group. The absent members were both quite dominant and their 
opinions have often driven group choices in the past. I speculate whether the 
confusion in the initial sessions stemmed from the rest of the group engaging in 
social loafing (Taylor, Peplau, & Sears, 2006), as we presumed that it would be these 
two members who would eventually make the final decision. Perhaps implicitly we 
saw them as our group leaders? In their absence I wondered whether the remaining 
team felt more responsible to make decisions and move things forward. It could also 
be we felt more able to without worrying what the more dominant members thought 
of our opinions.
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My Role Within The Team
Following a reflection fi*om my placement that I tend to “over facilitate” (as a way of 
reducing my anxiety when faced with uncertainty) I decided to take a step back from 
my usual role of ensuring our discussions were focused on moving the task forward. 
I have been keen to practise the ideas of Mason (1993) in which I learn to position 
myself in a place of safe uncertainty, and let myself entertain different avenues of 
thought. I found that by stepping away from my belief that presentations “should be 
dyadic” I listened with more interest to the ideas of others. I also found that I took on 
a more creative role in the group, brainstorming ideas for the “game show” format 
and thinking pragmatically about how these may be developed. This role has also 
been useful in my current placement, where I have been involved in planning group 
work for those attending a pupil referral unit. Here the children are unable to sit and 
listen to a dyadic presentation and allowing myself to take on the creative role in this 
team has been very fulfilling.
Personal Experience Of The Task
Coming from placement in my first year in which individual intervention work 
dominated my experience, this assignment was an opportunity to consider the wider 
issues around systemic working. In particular I was struck with the challenges we 
face in deciding whether a parent can provide “good enough parenting”. As well as 
staff holding different definitions of what constitutes “good enough,” the assessment 
of parents with a learning disability may be biased by staffs presumptions of a 
parent’s incompetence or by the failings of services to adapt standardised procedures 
to meet their needs (Booth & Booth 2005). These challenges make it very difficult 
to untangle whether a parent is inherently unable to care for their child or whether 
they are trapped in a system that makes good enough parenting seem impossible.
This has ethical implications as to whether a child is taken into care for the right 
reasons. A pivotal role Psychologists can take as leaders within the NHS would be to 
try and minimise the incongruence between the structure of services and service 
user’s needs.
In relation to the assignment I noted that the perspectives of Mrs Stride and the 
professionals had tended to dominate my thoughts on the case. I wonder if this is
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because I am both a female and a professional, and as such these were the characters 
I could more easily align with. In regards to Mr Stride, it was not only until after the 
presentation that I realised I had labelled him as a negative influence and had stopped 
considering his needs. Reflecting on why I did this I wonder whether the label I had 
given him as the “perpetrator” meant I was unwilling to adopt his position due to the 
discomfort this created in me. It has made me reflect on how influential my beliefs 
and experiences are on what I notice in a session, whom I align with and the impact 
that this may have on those involved in the case. Understanding myself and what I 
bring to a session is an important skill I want to develop as a psychologist and I have 
since discussed this with my clinical supervisor. Together we drew out the metaphor 
of developing my own internal supervisor who in session prompts me to step back 
from the emotions in the room and reflect on whose they are and the impact they are 
having. The use of personal therapy has been cited as a useful tool to help me 
recognise what feelings I bring to sessions (Macran, Smith & Stiles, 1999).
As well as Mr Stride I noticed that at times it could be difficult to keep the children’s 
perspective in mind and found, especially at such a young age, their voices could get 
lost in conversations. Reflecting on how disempowering this would have been for a 
child I have taken this experience into my placement. I am now careful that the way I 
phrase questions and direct conversations with a family are focused in such a way as 
to enable the child to have his voice heard.
Conclusion
The PPD exercise highlighted that our group approach has changed dramatically 
since our first year assignment. Our shift from seeing difference as an obstacle to 
difference as a positive allowed us to feel more cohesive and develop a richer 
formulation for the Stride Family. I am keen to take this perspective into my work 
with MDT teams. Understanding myself and what I bring to my client work is an 
important skill I also want to develop as a psychologist.
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Appendix A
Child Protection, Domestic Violence, Parenting, and Learning Disabilities and
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The Stride Family
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The Problem
The twins, Sally and Sarah Stride, were placed in short term foster care, following a 
recommendation of a full child protection case conference, and enacted at an initial 
Court hearing, that the children continued to be at risk in the care of their parents. 
The children were on the child protection register, under the categories of emotional 
abuse and neglect. The children’s Guardian has approached you, and asked you to 
help the Court by conducting a full risk assessment, and if appropriate, to help the 
Court develop a rehabilitation plan for the children. This is a joint instruction by all 
parties to the proceedings. However the Local Authority wishes to place the children 
for adoption, before it is too late, in the belief that Mr and Mrs Stride will never be 
able to care adequately for their children. Mr and Mrs Stride are passionate in their 
commitment to have the children returned to their care. Mr Strides’ parents want to 
be assessed as possible carers for their grandchildren.
Whose problem is it? Why?
Some Background Information
Mr and Mrs Stride are white English. They live on State benefits. Mrs Stride is 
described as a woman with learning disabilities, in the mild range. Mr Stride attended 
a school for children with special educational needs. Mr and Mrs Stride do not read
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and write English. It should be noted that many long reports have been written about 
them, their children, their care of their children and so on. Their solicitors read the 
reports out loud to them, usually once, and sometimes on the morning of a Court 
hearing.
Mrs Stride has two older children living with separate adoptive families. She is not 
able to have contact with them, as it was a closed adoption. This is because her first 
husband was extremely violent to her, and threatened violence to the previous social 
workers. Social Services staff feared for the safety of the adopters if their 
whereabouts were known. Mrs Stride promised herself it would be different with this 
marriage and for these children.
Mr Stride has physically assaulted Mrs Stride, during disagreements. She minimises 
his behaviour, saying it is nothing compared to what her previous husband used to do 
to her. The two children have witnessed these arguments and assaults.
Mr Stride’s parents are supportive. They buy clothes and toys for the children, and 
occasionally buy food shopping for the family. Apparently, they are unable to look 
after the children, because Mr Stride’s mother suffers fi*om a painfiil rheumatic 
condition, but it seems they have not been assessed for kinship care. Mrs Stride was 
raised in the Looked After Children system, and has no contact with her family of 
origin.
Mr and Mrs Stride live in conditions of deep poverty. They do not have many 
household appliances that work, and it seems that Mrs Stride struggles to understand 
the workings of the second-hand appliances donated to them by family. It would 
seem that Mr Stride understands their workings, but is not prepared to use them. 
Social Services staff are most concerned about physical neglect of the children’s 
needs. Family Centre staff say they have tried to engage both |Mr and Mrs Stride in 
parenting classes, but the couple do not attend on a regular basis. The Family Centre 
appointed a family worker to visit the home, and show Mrs Stride ‘how to keep 
house’. The family support worker has not been trained to work with parents with
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learning disabilities. The Social Worker says the Department has offered the family 
everything, and it makes no difference to the care of the children.
Mr and Mrs Stride are desperate about the loss of their children. They want them to 
come home. They fiercely resent the foster carers, and the supervisor of their contact 
with the children. The children’s Guardian believes the parents can learn to be ‘good 
enough’ to satisfy Social Services’ requirements. Mrs Stride was referred to the local 
AMH service for help with feelings of despair and depression. She is taking anti­
depressant medication, and is seeing a CPN for counselling.
Prompt Questions
You might like to pay attention to some of the following issues:
Something about paying attention to the professional network (liaison, 
communication, respective roles)
Something about safety, risk assessment and risk management
Something about parenting and LD
Something about child witnesses to domestic violence
Something about the effects of poverty, social exclusion and class 
discrimination
Something about literacy and verbal comprehension (effects of anxiety and 
stress on memory and comprehension, and willingness/ability to express 
concerns, and say, ‘I don’t understand these reports’)
Something about resilience, adversity, relational resources, depression and 
coping
Something about the role of grandparents in the care of children 
Something about children of parents with learning disabilities 
Something about gender issues and scripts (culture and ethnicity)
Something about psychologists, child protection and the legal system 
How would you address things differently if this family were black, or if  the 
parents were both of the same sex, or if the family came from a middle class 
background or if they were of average intelligence?
Something about professional ‘scripts’
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Summary -  Year 1
Personal and Professional Learning Discussion Group Process
September 2011 
Year I
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Summary of the Personal and Professional Learning Discussion
Group Process I
This account documents the development of our Personal And Professional 
Development Group. The group consists of one male and five females who met for 
two-hour meetings regularly throughout the year. Our work included the completion 
of a presentation task documenting our relationship to change and a genogram 
project in which we explored our family histories. In light of changes occurring in 
the NHS the group also developed its use of reflective practise as a way of managing 
the uncertainty this created on placement. Reflecting on the year, I have observed 
how our group negotiated a series of stages in our development that enabled us to 
form a secure base in which to perform our work effectively. The processes of self­
disclosure, developing ground rules and negotiating disagreement were important 
intra-group factors that improved our sense of cohesion. As we found security in the 
group we began to use the space to process the challenges we encountered on our 
placements. Through observations made regarding my own development within the 
group I have learnt that validating people’s experiences and using silences 
therapeutically can be useful tools I would like to use to improve my clinical work. 
Taking an overview of our journey and the stages we have moved through as a group 
I have been given insight into some of the challenges that may face me when I set up 
new teams in the future and the role that I can take in team development.
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Summary -  Year 2
Summary of the Personal and Professional Learning Discussion Group Process II
July 2012 
Year II
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Summary of the Personal and Professional Learning Discussion
Group Process II
This account documents the development of our Personal And Professional 
Development Group. The group consists of one male and five females who met for 
two-hour meetings regularly throughout the year. Reflecting on the year, I have 
observed how our group used the secure base we had developed in the first year to 
work productively, take risks and develop our skills base. The changing dynamics in 
membership had a significant impact on our cohesion and we had to learn how to 
renegotiate the boundaries of our group. The processes of acknowledging endings 
and being honest about whether the group was meeting our needs were important 
steps in re- establishing group productivity. The experience of managing changes in 
a group has been a useful learning curve for my work in the ever- evolving NHS. 
Personally the group has given me space to consider the benefits of stepping back 
from certainty and group facilitation. This has opened up my skill sets in both 
formulation and creative communication. In addition to this the group has become a 
forum to consider our leadership and supervisory skills, both of which I will be keen 
to continue developing in my third year.
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Overview of Clinical Placements Completed During Training
July 2013 
Year III
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Adult Placement
October 2010- September 2011
The placement was split between an Adult Secondary Care Mental Health Team and 
a specialist Chronic Pain Service. For the latter part of the placement I also worked 
within a Community Mental Health Team.
Therapeutic Work with Individuals
I worked with adults presenting with paranoia, social anxiety, obsessive-compulsive 
disorder, depression, generalised anxiety and psychosis. I also worked with 
individuals managing chronic pain. I completed two neuropsychological assessments 
whilst on placement. General screening assessments for the service and risk 
assessments were also conducted as part of my work.
Group Work
I co-facilitated a Chronic Pain Management Group. The group was based upon the 
principles of Cognitive Behavioural Therapy (CBT) and I worked as part of a multi­
disciplinary team alongside nurses and physiotherapists.
Other Work
During this placement I conducted a service evaluation assessing the outcome of the 
Chronic Pain Groups. As part of this work I developed a measure of patient 
satisfaction and presented the results of this to the team. Within the same service I 
held a teaching session introducing members of the Chronic Pain service to 
Acceptance Commitment Therapy.
Therapeutic Approach
The main therapeutic approach practised on this placement was CBT. However I also 
learnt about Acceptance and Commitment Therapy, Compassion Focused Therapy, 
Mindfulness and Dialectical Behaviour Therapy.
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Child and Adolescent Placement 
October 2011 -  March 2012
The placement was split between a Child and Adolescent Community Mental Health 
Team and a Primary Mental Health Team. Within these teams I also worked within a 
specialist outreach project for children at risk of exclusion from school and an 
assessment service for children under five.
Therapeutic Work with Individuals
I worked with children and their families who were presenting with anxiety, anger, 
obsessive-compulsive disorder and selective mutism. I conducted two 
neuropsychological assessments with adolescents, one as part of an assessment for 
autism and the other as part of an assessment for a learning disability. I conducted 
initial assessments for children experiencing trauma, a possible eating disorder or 
who were disengaging from school. As part of a broader team assessment I carried 
out a school observation for a child suspected of having attention deficit disorder. 
Alongside my supervisor, I worked with a child experiencing attachment difficulties 
and related problems managing at school. I also worked in conjunction with a family 
therapist working with a bereaved family.
Group Work
Alongside my supervisor I co-facilitated an Emotional Management Group for young 
people attending a pupil referral unit. The group was based around the principles of 
CBT. As part of the placement I also worked within a family therapy reflecting team, 
supporting the family of an adolescence experiencing psychosis.
Other Work
For teaching experience I assisted at a training day for teachers around increasing 
awareness of childhood mental health problems. I also observed a deliberate self- 
harm risk assessment.
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Therapeutic Approach
Cognitive behavioural therapy and behavioural therapy were the primary therapeutic 
approaches used on this placement. I was also introduced to a family therapy 
approach. Psychodynamic principles were integrated into client supervision.
Older Adults Placement
April 2012-September 2012
The placement was within Inpatient Services for older adults and was split between a 
mental health ward and a dementia ward. I also worked with one client within a 
Community Mental Health Team.
Therapeutic Work with Individuals
Within inpatient services I worked with adults presenting with post-traumatic stress 
disorder, psychosis, depression, obsessive-compulsive disorder and anxiety. This 
work largely consisted of assessment and consultation with the multi-disciplinary 
team. My work also included the assessment of the wider needs of individuals within 
the family system. Using a person-centred approach, I worked therapeutically with a 
client experiencing dementia.
I conducted a neuropsychological assessment with a client admitted to the dementia 
ward to assess her cognitive strengths and difficulties. I also conducted cognitive 
screenings with two clients on the mental health ward, which formed part of their 
wider assessments.
Within the community I conducted joint work, alongside my supervisor, supporting a 
client around issues of bereavement and weight loss.
Group Work
Alongside an Occupational Therapist I co-facilitated a Cognitive Stimulation group 
for adults living with dementia.
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Other Work
On the dementia ward I worked alongside my supervisor and the Occupational 
Therapist to encourage the application of a person-centred approach to patient 
dementia care. As part of this work I developed an information leaflet about life 
storybooks for service users living with dementia and their carers. I conducted a 
training session with the multi-disciplinary team around the use of a cognitive 
screening tool. I also supervised an Occupational Therapist to help her consolidate 
her skills in the use of cognitive screening tool.
Therapeutic Approach
My work took an integrated approach, considering attachment, theories of aging, 
cognitive behavioural therapy and motivation interviewing. Within the dementia 
work I worked within a person-centred framework.
Specialist Placement -Paediatric Oncology 
October 2012-ApriI 2013
The placement was located at a Specialist Oncology Hospital, within the Paediatric 
Department. I worked across inpatient and outpatient settings.
Therapeutic Work with Individuals
My therapeutic work included direct work with children or indirect work with their 
families and school systems. Families’ presented with a variety of problems 
associated with the impact of a cancer diagnosis. These included health anxiety, 
adjustment to diagnosis, anxiety associated with end of treatment, behavioural 
difficulties, sleep problems and psychological difficulties associated with medical 
procedures and their side effects. I conducted two neuropsychological assessments 
with clients’ as part of their treatment protocol for proton therapy. I also conducted a 
neuropsychological assessment as part of a school consultation for a child 
experiencing late effects from chemotherapy.
Other Work
I participated in a training day for the multidisciplinary medical team, leading a 
training session on personal psychological care.
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Therapeutic Approach
The therapeutic approaches used within this placement included Solution -focused 
therapy, CBT and Behavioural therapy. The service was family-centred and took a 
systemic approach to care.
Learning Disability Placement 
April 2013- September 2013
The placement was based within a Community Mental Health and Learning 
Disability Team.
Therapeutic Work with Individuals
Within the placement I worked with adults experiencing a mild to moderate learning 
difficulty, as well as having co-morbid mental health problems. Presenting problems 
included aggression, depression, anxiety, obsessive or repetitive behaviours, 
personality disorder, psychosis and trauma. I conducted indirect work with carers 
and family members, as well as direct work with individuals. As well as therapeutic 
work, I conducted two neuropsychological assessments with individuals to assess 
their cognitive strengths and weaknesses. I also conducted a dementia screening 
assessment with one client. Risk assessment and risk management, working 
alongside the multi-disciplinary team, was conducted throughout placement.
Group Work
Along with another Trainee Clinical Psychologist I co-facilitated a Recovery course, 
for adults working towards person-centred goals.
Other Work
I conducted a training session on communication, alongside a Speech and Language 
Therapist, for staff working within a residential home. I also co-facilitated a teaching 
session on communication issues to medical students.
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Therapeutic Approach
Cognitive behavioural therapy and behavioural therapy were the primary therapeutic 
approaches used on this placement. I was also introduced to a narrative therapy 
approach. Psychodynamic principles were integrated into client supervision.
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A Feasibility Study: Incorporating Measures of Patient Satisfaction and Change 
in Pain Management into the Evaluation Battery for a Pain Management
Programme
Service Related Research Project 
July 2011 
Year I
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Abstract 
Aim
This study aimed to assess the feasibility of incorporating measures of patient 
satisfaction and change in pain management into the current evaluation toolkit used 
in the service’s pain management programmes.
Methods
The Client Satisfaction Questionnaire-8 was modified to assess patient satisfaction 
post group. In the absence of formally validated instruments a new measure of 
change in pain management was developed using semi -structured interviews with 
the staff and cognitive interviews with service users. Feasibility of incorporating 
these measures was assessed with 11 participants attending the short programme, 
using a pre and post design.
Results
Results indicate that the modified CSQ-8 could be incorporated into the evaluation 
toolkit for the service’s PMPs. Whilst the CPMQ was able to demonstrate significant 
change in the use of pain management strategies, it is recommended more work is 
needed to improve the measure’s validity before its use within the service.
Discussion
Further questionnaire validation with both pre- and post- programme participants 
could improve the validity of the questionnaire. Change in the administration timing 
of the questionnaire to the three-month follow up may provide a more accurate 
indicator of change. The feasibility of using diary cards to assess change was also 
considered.
Key Words: Chronic Pain, Pain Management, Patient Satisfaction, Pain 
Management Programme
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Introduction
Chronic pain is defined as a pain lasting longer than three months where the causal 
or maintaining mechanisms of the pain may be unknown. Biological, psychological, 
behavioural and social factors are all thought to influence the perception of pain 
(Main & Williams, 2000).
Within chronic pain management there is recognition that purely biomedical 
interventions may only provide short-term relief from pain and in some instances no 
reduction in pain intensity (e.g. Turk, 2010). As such, the National Institute of 
Clinical Excellence (NICE, 2009) and the British Pain Society ([BPS], 2007) also 
recommend combined physical and psychological pain management programmes 
(PMP’s). These are based upon Cognitive Behavioural Therapy (CBT) and aim to 
improve a person’s quality of life in the presence of pain. Recommended 
components of a PMP include self-management principles such as activity pacing, 
relaxation, exercise and cognitive therapy (BPS, 2007).
Component analysis assessing the outcome variance accounted for by the PMP 
variables is sparse, although changes in cognitive processes, the consistent use of 
pain management strategies and non-specific group effects have all been implicated 
in patient improvement (e.g. Nicholas et al. In Press; Newton-John & Geddes, 2008). 
Despite the acknowledged variation in PMP content across the literature, research 
has demonstrated both statistical and clinical changes in quality of life, psychological 
distress and pain interference (e.g. Dysvik, Kvaloy, Stokkeland, & Natvig, 2010; 
Hoffman, Chatkoff, Papas & Kerns, 2007; Morley, Williams, & Hussain, 2008).
The PMP within the author’s service offers two chronic pain programmes, a short 
programme (seven sessions) for those considered to have high physical and 
psychological functioning and a long programme (14 sessions) for clients 
functioning less well in either of these two domains. The courses’ content, format, 
and staffing (Physiotherapist, Nurse Specialist and Clinical Psychologist) are based 
upon recommended guidelines by the BPS (2007).
Service Related Research Project 85
The service currently evaluates the PMPs using standardised physical and 
psychological outcome measures, including quality of life, psychological distress, 
and pain self-efficacy. As part of the governance arrangements included in the 
Trust’s new Foundation Status the service is required to incorporate additional 
outcome measures, including patient satisfaction and change in pain management.
Patient satisfaction is a multi-dimensional construct incorporating perceptions of 
outcome, interpersonal interaction, technical aspects of care and physical 
environment (Sitzia & Wood, 1997). Whilst both conceptual (e.g. impact of client 
expectations) and methodological (e.g. the impact of bias) limitations have been 
cited in the literature (Sitzia & Wood, 1997), patient satisfaction remains a key 
service evaluation tool and way of counteracting medical hegemony.
The adoption of pain management strategies is a central tenant to the success of the 
PMPs, although there is little research exploring the relationship between the use of 
strategies and outcome (Nicholas et al. In press.) One study has recently addressed 
this issue, reporting that the consistent use of pain management strategies during 
programme completion mediated post treatment reductions in depression, pain and 
disability (Nicholas et al. In press).
In light of the already substantial evaluation toolkit used by the service, the aim of 
the study was to test the feasibility of introducing new measures into the programme 
to provide a wider range of outcome parameters, whilst attending to factors such as 
client burden, the administration procedure and questionnaire validity.
Method
Measures
Psych Info and Science Direct were reviewed to find pre-existing measures of 
satisfaction and change in pain management. Key words included “chronic” “pain 
management”, “client satisfaction” and “pain self-management strategies”. Other 
chronic pain management services were also contacted and recommended leads were 
explored (e.g. Chapman, Jamison & Sanders, 1996).
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Client Satisfaction: The Client Satisfaction Questionnaire (CSQ-8, Attkisson, & 
Greenfield, 2004) was selected for its good psychometric properties (a=0.83-0.93), 
its focus on evaluating a programme and its speed of delivery (1.5 min) in order to 
minimise client burden. The CSQ-8 was selected over specific chronic pain 
satisfaction questionnaires that were considered to be too lengthy (McCracken et al. 
1997) or which included satisfaction with biomedical interventions (e.g. Evans et al., 
2004, Chapman et al., 1996). The questionnaire was modified in line with service 
requirements with the inclusion of questions 8-13 (Appendix A). Total Satisfaction 
was calculated by summing item responses. Scores ranged fi*om 13-52, a higher 
score indicating greater satisfaction.
Change in Pain Management (CPMQ): At the time of project development no 
validated measure exploring change in pain management was available (Curran, 
2009). In light of this a new questionnaire tailored to the service was designed 
(Appendix B).
Overview of Questionnaire Development
To ensure content validity relevant literature defining change in pain management 
was reviewed (e.g. BPS, 2007). Staff (n=3) were interviewed to clarify the expected 
pattern of change after attendance to a PMP.
To further maximise content validity perspectives of change were gained from 
service users. To achieve this two 30-minute group discussions with service users 
(n=12) were held at treatment as usual programme follow-up appointments for both 
the long and short programme.
A draft of the questionnaire underwent the cognitive interview process (Willis, 1998, 
Appendix C) with four service users, who had self- selected at a programme follow - 
up session. Scripted probes were used to explore each item’s relevancy, level of 
ambiguity, response format and the questionnaire’s overall layout and length. 
Spontaneous probes were used throughout the interviews to explore new lines of 
enquiry.
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The final version of the questionnaire defined change in pain management as the 
increased use of pain management strategies and the concurrent reduction in the use 
of medication as the sole method of pain management. It was expected that there 
would be an improvement in the client’s understanding of chronic pain and the 
ability to manage flare-ups independently rather than relying on medical services at 
these times. The pattern of medication use post PMP would be expected to be 
consistent rather than ad hoc, or used only during flare up.
Participants
Due to the timings of questionnaire development, the initial analysis of the 
questionnaire was conducted with adults attending the March 2011 short PMP.
Design and Procedure
To determine change the CPMQ was administered using a within subjects pre- post 
design on the first and last session of the programme. The modified CSQ-8 was 
completed during the final session of the PMP.
Ethics
The project was registered with the NHS trust’s clinical audit department and the 
Clinical Governance Manager was informed. No ethical approval was required.
Analysis
Descriptive statistics were used to explore mean patient satisfaction scores. Due to 
the ordinal nature of the response likeart scales on the CPMQ, where there is no 
fixed increment between response options and the responses can be ranked, 
Wilcoxon signed rank tests were computed to assess change (Field, 2005). 
Standardised effect sizes (r) were calculated^ and interpreted based upon Cohen’s 
criteria (Field, 2005). Missing data were excluded from the analysis using case-by- 
case analysis.
2 r = Vz/N N= total number of observations
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Results
Participants
11 participants completed the measures. All were white British, 73% were women, 
64% were over the age of 60 and 64% experienced their primary site of pain as lower 
back pain.
Administration Feedback
All participants completed the questionnaires within the allocated time frame. 
Participants’ verbal feedback suggested it had been within their tolerance level to 
complete, with many having forgotten completing the CPMQ at pre-programme.
Client Satisfaction
The mean Total Satisfaction score was 45 (SD 5.4) from a maximum score of 52. 
Figure 1 shows a break down of the mean scores for each satisfaction item, with 
higher scores indicating a greater degree of satisfaction. No missing data was present 
in the questionnaire.
Figure 1
Mean satisfaction score for items on the Client Satisfaction Questionnaire
^  J '  J ?
4
xC?- 5^
4^"
Satisfaction Item
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Qualitative feedback highlighted the sense of satisfaction with the ''holistic 
approach’'' and the ability to "he able to discuss problems with people who have 
similar issuesC No negative feedback was recorded on the questionnaires.
Change in Pain Management
Strategy Use. Post PMP there was a 30% increase in the proportion of participants 
using assertiveness techniques and a 46% increase in those using exercises for 
posture at least 2-3 x a week. Wilcoxon signed rank tests indicated significant 
statistical differences in these scores, with medium effect sizes (assertiveness z = - 
2.39, p= 0.026, r= 0.5 and postural exercises z= -2.39, p=0.017, r= 0.5).
The proportion of participants reporting the use of formal relaxation at least 2-3 x a 
week increased by 50%, with the median score increasing from 1 to 4. Statistical 
analysis provides some evidence of significant change (z = -1.87, p= 0.061, r= 0.4), 
although the effect of chance cannot be ruled out.
Table 1
Extent o f Strategy Use
n Pre PMP Post PMP Pre Post z p  r
* % % PMPPMP
responses responses Mdn Mdn 
Everyday Everyday 
and 2-3x and 2-3x 
week week
Formal
Relaxation 9 20 70 1 4 -1.87 0.061 0.4
Cognitive
Therapy 9 30 20 2 3 -0.96 0.337 0.2
Pre Planning 9 50 63/7 3.5 4 -1.48 0.14 0.3
Pacing 10 63.7 90.9 4.5 5 -1.73 0.084 0.4
Exercise
Posture
1
1 54.6 100 4 5 -2.23 0.026 0.5
Exercise
Stamina
1
1 81.9 72.8 4 4 -1.00 0.31 0.2
Assertiveness 10 10 40 1.5 3 -2.39 0.017 0.5
*n: missing values excluded case by case
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Strategy Confidence. Table 2 demonstrates increases, post PMP, in the proportion 
of participants reporting to be “very confident” in the use of pain management 
strategies, in particular for pacing (+54%) and formal relaxation (+45%). Of the 
strategies assertiveness (z=-1.95, p=0.052, r=0.4) formal relaxation, (z=-2.46, p= 
0.014, r=0.5), pacing, (z =-2.33, p=0,02, r=0.5,) and pre planning activity (z =-1.89, 
p=0,059, r=0.4) all reported significantly higher scores of confidence post PMP than 
at pre PMP.
Both confidence in stamina exercises and cognitive therapy demonstrated lower 
median scores post PMP (Table 3). Wilcoxon signed rank suggests that there is a 
high probability that change occurred by chance (stamina z =-1.24, p=0.214, r=0.3 
and cognitive therapy, z =-1.41, p=0.157, r=0.3).
Table 2
Confidence in the use o f PMP Strategies
n* Pre PMP Post PMP Pre Post z P r
% % PMP PMP
responses responses Mdn Mdn
“Very “Very
Confident Confident
Formal
Relaxation 11 9.1 54.5 3 4 2.46 0.014 0.5
Cognitive
Therapy 10 10 36.4 2.5 2 1.41 0.157 0.3
Pre Planning 9 30 45.5 3 3.5 1.89 0.059 0.4
Pacing 11 273 8T8 3 4 233 0.020 0.5
Exercise
Posture 11 36.4 45.5 3 3 0.71 0.480 0.2
Exercise
Stamina 10 54.5 36.4 4 3 1.24 0.214 0.3
Assertiveness 11 18.2 36.4 2 3 1.95 0.052 0.4
*n: missing data excluded by case-by-case analysis
Understanding. The proportion of participants reporting “a lot” or “complete” 
understanding of chronic pain increased by 54% post programme to 90%. Analysis
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suggests that there was statistically significant change in the level of understanding 
post PMP (z=-2.65, p=0.008, r=0.6), with a medium effect size and a change in the 
median score from 2 (a little) to 4 (a lot).
Medication. The median score assessing “medication as a pain management 
strategy” remained at 2 (medication is my primary strategy) post PMP, with 
descriptive statistics indicating a small shift (9%) in the proportion of participants 
reporting “no use of medication”, or “I use medication with other strategies, but it is 
not my primary strategy.” The ranks table in a Wilcoxon signed rank test indicated 
that 7 participants did not change score and 4 participants had higher scores post 
course. There was some statistical support for this change, although chance could not 
be discounted (z=-1.89, p=0.06, r= 0.4).
Only 4 participants completed all responses for the items exploring participant’s 
pattern of medication use (i.e. a consistent pattern or ad-hoc use), meaning statistical 
analysis could not be completed.
Flare-Up Management. Post PMP there was an increase fi*om 20% to 60% in the 
proportion of participants reporting they “always” managed flare-ups independently. 
The results indicated an increase in the median score from 3 (Often) to 4 (Always) at 
post programme. A Wilcoxon signed rank test reported that there was a statistically 
significant increase post PMP in participants reporting independent flare-up 
management, with a medium effect size, z=-2.449, p=0.01, r=0.5.
The analysis on the use of GP services during flare-up could not be completed due to 
the high degree of missing data.
Discussion
The study assessed the feasibility of introducing service tailored measures of client 
satisfaction and change in pain management into the PMP evaluation toolkit. The 
results suggest that the modified version of the CSQ-8 is appropriate to use. Whilst 
the CPMQ was able to detect change, the results suggest more work is needed before 
the questionnaire can be added to the evaluation battery.
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Patient Satisfaction
High client satisfaction was reported for the venue, group dynamics and individual 
care. The lack of missing data suggests it was understandable for participants to 
complete. Although it is recognised that changing the content of a previously 
validated questionnaire alters it’s reliability and validity (Sitzia, 1999) it was 
necessaiy to align the questionnaire to the service. To ensure accuracy in this service 
users and professionals informed both question content and wording.
Participants did not provide any negative qualitative feedback on the questionnaire. 
As the questionnaire was part of the named evaluation pack, this may reflect a degree 
of social desirability. Anonymity would therefore be recommended for future 
administration.
Change in Pain Management
The development of the CPMQ underwent a thorough process to ensure it was valid. 
Content validity was strengthened through the use of the literature base and both 
expert and service user perspective (Rattray & Jones, 2005). Face validity was also 
supported through the cognitive interviewing process (Willis, 1994).
A further strength of the questionnaire was that in spite of the small sample size the 
CPMQ detected change at pre and post course, indicating a degree of test sensitivity. 
The results demonstrated increases in the understanding of chronic pain, as well as in 
the use of assertiveness, posture based exercises and formal relaxation. There was 
also an increased trend towards independent flare-up management. Due to concerns 
regarding the study’s power these results need to be validated with larger samples. 
However considering the recent research linking strategy use with improved outcome 
(Nicholas et al. In Press) if these findings are replicated they will provide positive 
feedback for commissioners.
There were several pain management strategies whose use did not change (e.g. 
cognitive therapy or pacing) or whose descriptive data suggested a reduction in 
confidence (e.g. stamina exercise). It could be argued that short programme 
participants, who are often within normal clinical functioning for mood and daily
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living, did not choose to prioritise these strategies over the others. However the 
results may also reflect the observation that participants’ held qualitatively different 
understandings of these strategies at pre and post programme, which may have 
influenced ratings of their use. To ensure accurate pre-programme understanding of 
the strategies future pilots would need to include both pre- and post-programme 
attendees when further validating the strategy descriptions. However noting the 
complexity of the PMP strategies, which often require several sessions to teach, it 
may be that alternative assessment methods would provide a more accurate indicator 
of change. Diary cards that document change in strategy use throughout the 
programme could be one such example, however this would take longer for the staff 
team to evaluate and the likely adherence to these by programme attendees would 
need to be assessed.
Although steps were taken to ensure the validity of the CPMQ, formal psychometric 
properties of reliability and validity have yet to be completed. The high degree of 
missing data in questions exploring “the use of the GP during flare-up” and “the 
pattern of medication use” suggests revision of these items is necessary. The use of 
multiple closed questions in these items was an attempt to capture the different ways 
participants reported using medication and GP services. However the missing data 
suggests these options were poorly understood. The difficulty in accurately 
capturing the varying contexts pain management strategies and services may or may 
not be used in highlights a limitation of using questionnaires. The reductionist nature 
of closed questions may mean that the complex behaviour involved in managing 
chronic pain is lost (Rattray and Jones, 2005).
Additional client burden appeared acceptable with participants able to complete the 
evaluation pack within the time frame and no complaints were reported on 
completion. Questionnaire administration in the last session rather than at home post 
group allowed for 100% response rate. However, it could be hypothesised that the 
lack of change noted in “medication use as a primary strategy for pain management” 
was a reflection of the short time frame between the pre and post questionnaire. 
Seven weeks may not provide enough time for changes in medication use to be
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consolidated. To provide a more accurate indicator of change the ensuing pilot study 
could administer the CPMQ at the three-month follow up.
Conclusions
Results indicate that the use of the modified CSQ-8 as a measure of satisfaction was 
acceptable to group participants and, if anonymised, could be incorporated into the 
PMPs evaluation toolkit.
The CPMQ was able to demonstrate significant change in the use of pain 
management strategies and its administration appeared acceptable among 
participants. However it is recommended more work is needed to improve the 
measure’s validity before its use within the service. Recommendations for continuing 
to improve validity would be to include both pre and post programme service users 
when clarifying the strategy descriptions. Furthermore the contexts, in which 
strategies and services are used or not used, could also be reviewed. Trialling the 
questionnaire’s completion at the three-month follow up session may provide a more 
accurate indicator of change. The feasibility of assessing change with the use of diary 
cards could also be explored. This feedback to the team will be presented during a 
team meeting.
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Appendix A
Modified Version of the CSQ-8
Please help us improve our program by answering some questions about the services 
you have received on the
Pain Management Programme.
We are interested in your honest opinion, whether they are positive or negative.
Excellent Good Fair Poor
1. How would you rate the 
quality of service you 
received?
4 3 2 1
No, definite^ 
not
No, not reall) Yes, generally Yes, definitely
2. Did you get the kind of 
service you wanted? 1 2 3 4
Almost all o; 
my needs 
have been 
met
Most of my 
needs have 
been met
Only a few of 
my needs have 
been met
None of my need 
have been met
3. To what extent has our 
programme met your 
needs?
4 3 2 I
No,
definitely
not
No, not 
really
Yes,
generally
Yes, definitely
4. If a friend were in need 
of similar help, would you 
recommend our 
programme to him or her?
1 2 3 4
Quite
Dissatisfied
Indifferent 
or mildly 
dissatisfied
Moderately
satisfied
Very satisfied
5. How satisfied were you 
with the amount of help 
you have received on the 
programme?
1 2 3 4
Yes, they 
helped a 
great deal
Yes, they 
helped 
somewhat
No, they 
really didn’t
No, they 
seemed to 
make things 
worse
6. Have the services you 
received helped you to deal 
more effectively with your 
problems?
1 2 3 4
Very
satisfied
Mostly
satisfied
Indifferent or 
mildly 
dissatisfied
Quite
dissatisfied
7. In an overall, general 
sense, how satisfied are you 
with the service you have
1 2 3 4
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received?
8. How satisfied were you 
with the materials that 
were provided on the 
programme?
9. How satisfied were with 
the teaching format e.g. talks 
and workshops?
10. How satisfied were you 
with the subjects covered 
on the programme?
11. How satisfied were you 
that your voice was heard 
in the group?
Very
satisfied
Mostly
satisfied
Indifferent or 
mildly 
dissatisfied
Quite
dissatisfied
12. How satisfied were with 
the venue?
13.How satisfied were you 
with the peer support you 
experienced in the group?
14. Is there anything else that you found useful or helpful on the Pain Management 
Programme?
15. Was there anything on the programme you found unhelpful or that you were 
dissatisfied with?
Thank you very much; we really appreciate your help.
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Appendix B
Pain Management Questionnaire
Thank you for taking the time to complete the questions below. We are interested in 
finding out how you currently manage your pain. There are no right or wrong 
answers; we are interested in your experience. If you are unsure of any of the 
answers, please provide your best guess.
Name:
Programme Day(s):
Programme Venue:
Date of Birth:
Ethnicity (e.g. White British):
Gender:
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l.To what extent do you put the following pain management strategies into 
practice?
Every
day
2-3x a 
week
Once a 
Week
Only in 
Flare up
Never
Formal Relaxation Techniques 
(e.g. guided imagery, progressive 
muscle relaxation, autogenic)
5 4 3 2 1
Challenging Unhelpful Thinking 
Patterns
Pre-Planning Activities
Pacing Activities
(e.g. completing tasks in small chunks 
rather than in one go)
Exercise: Posture and Stretches
Exercise: Stamina (e.g. walking, 
swimming, cycling)
Assertive Communication
(e.g.: explaining to others about your
pain and how you manage it)
2. How confident do you feel about putting the following pain management 
strategies into practice?
Very
Confident
Moderate]
Confiden
Somewhat
Confident
Not 
Confident 
at all
Formal Relaxation Techniques 
(e.g. guided imagery, progressive 
muscle relaxation, autogenic)
4 3 2 1
Challenging Unhelpful Thinking 
Patterns
Pre-Planning Activities
Pacing Activities
(e.g. completing tasks in small chunks 
rather than in one go)
Exercise: Posture and Stretches
Exercise: Stamina (e.g. walking, 
swimming, cycling)
Assertive Communication 
(e.g.: explaining to others about your 
pain and how you manage it)
3. How would you rate 
your understanding of 
the factors that cause 
and maintain chronic 
pain?
No
Understanding
A little 
Understanding
A lot of 
Understanding
Complete
Understanding
1 2 3 4
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4. Which statement below best describes how you currently use medication to
miiniiap vnnr nüin‘>
Medication is my only strategy for dealing with pain 1
Medication is my primary strategy for dealing with pain, but I use it with 
other strategies 2
I use medication with other strategies, but it is not my primary strategy 3
I do not use medication 4
5. If you use medication to manage your pain, how best would you describe 
your pattern of use?
Never Occasionally Often Always Do not Use 
Medication
Regular intake, regardless of 
pain level
1 2 3 4 5
Regular intake when my pain 
flares up
I take medication on an ad 
hoc (random) basis
6. What would you do if you were to experience a flare up in your current pain 
symptoms?
Never Occasionally Often Always
I would be able to manage the pain on my 
own
1 2 3 4
I would go to the GP/Consultant to seek 
reassurance
I would go to the GP/Consultant to get 
medication (repeat prescription)
I would go to the GP/Consultant to be 
referred for further assessment or medical 
interventions (e.g. surgery)
7. Have you found any other strategies useful in managing your pain? If yes please 
describe below....
8. If you do not use pain management strategies to manage your pain please give 
the reasons for this below.
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Appendix C 
Cognitive Interview: Example of a Cognitive Interview
(Comments made by the interviewee are depicted in Italic)
How do you manage your pain?
As a title it would he easier to understand i f  it was a plain statement rather than a 
question. Suggestion o f Pain Management Questionnaire
Thank you for agreeing to talk through the questionnaire with me, I am really 
interested to hear how you find answering these questions and what they mean to 
you. I am aiming to take out any ambiguity in the questions and make sure the 
questions are worded so they are easy to understand and are non judgemental.
The aim of the overall questionnaire is to see whether there have been any changes to 
the way you manage your pain. We will give the questions before and after attending 
the group.
I will be asking you to read through each question and I want you to let me know 
what are thinking as you answer them. There are no right or wrong answers.
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Question 1:
1. To what extent do you put the following pain management 
practice?
(please tick the box per strategy that is most a]
strategies into 
pplicable)
Every
day
2-3 X 
a
week
Once a 
Week
Only
in
Flare
up
Never
Formal Relaxation Techniques
(e.g.: guided imagery, progressive muscle
relaxation)
Thought challenging
Pre-Planning Activities
Exercise: Posture and Stretches
Exercise: Stamina e.g. walking, swimming, 
cycling
Assertive Communication e.g.: Explaining 
to others about your pain and how you 
manage it?
Medication for Pain
How hard was this question to answer?
It was fine post course.
What does the term “thought ehallenging (list strategies) ete.. mean to you?
It means challenging unhelpful thoughts. I  would be unsure i f  I  would know what 
this involves pre- course. Suggestion to include the term “negative ” in the title 
o f thought challenging as that is how we learnt it on the programme and is the 
same language as in the course handouts.
Medication may not be the same type o f pain management strategy as the other 
strategies. This is because some need to take it everyday to help them do the 
other pain management strategies, and some people don’t take it at all. 
Medication use differs for everyone as well, from a pain management 
perspective it may be about regulating the medication, so you do not wait until 
you are in a lot o f pain but pre-empt the pain.
Assertiveness is essential: the description could be “what you are doing 
differently and why ”.
Good to separate out the two types o f exercise.
Have we missed any important strategies out?
Pacing has been missed; it is not quite the same as pre planning activity, as it 
has a smaller focus within tasks rather than focusing on the whole day. You can
Service Related Research Project 105
describe it using the traffic light system or it is about knowing when to stop 
before the pain gets too severe.
Would you have been able to understand/answer this question before you had 
attended the course?
/  think some people won 7 understand pre programme, but using the descriptions 
will help.
Are the response time frames appropriate? Easy to Reeall?
I  like the time frames, I  am always unsure what “sometimes ” means, I  find  it easier 
to remember responses like “everyday” or “once a week”. The use o f flare- up 
depicts non-typical days.
Further Comments:
Writing style is good. Think you will get a good idea o f change. 
Question 2:
2. How confident do you feel about putting the following pain management strategies 
into practice?
Very
Confident
Moderateh
Confident
Somewhat
Confident
Not 
Confident 
at all
Formal Relaxation Techniques 
(e.g: guided imagery, progressive 
muscle relaxation)
Thought ehallenging
Pre- Planning Aetivities
Exercise: Posture and Stretches
Exercise: Stamina e.g. walking, 
swimming, cycling
Assertive Communication e.g.: 
Explaining to others about your pain and 
how you manage it?
Medication for Pain
What are you thinking as you answer this question?
How confident I  am using these activities.
What do you think of the response option?
No problem at all, although I  would add “please tick box per strategy ” to make it 
clear all items need to be answered
How hard would this question be to answer before you started the program? 
Pre course 1 was unfamiliar with these so would put not at all confident.
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Question 3 and 4:
Have you found any other strategies useful in managing your pain? If yes please 
describe below....
If you do not use pain management strategies to manage your pain please can 
you give the reasons for this below...
As you read and answer these questions what are you thinking?
It is really nice to have a block where you can write as it gives you the 
opportunity to write down your experiences. It is fair to ask this question as if  
they do not use the pain strategies you will want to know why. It is expected you 
will not get much answers on this section as people are hoping to get a “p ill” to 
cure it. But post course you may get more information.
Question 5:
Which statement best describes how you currently use medication to manage your 
pain?
Medication is my only strategy for dealing with pain
Medication is my primary strategy for dealing with pain, but I use it with other 
strategies
I use pain medication with other strategies to manage my pain, but it is not my 
primary strategy
I do not use medication
What are you thinking as you answer this question?
I  do not use medication so this is not a big question for me.
What do you think of the response statements?
I  was glad you had “no medication ” option. Think it is good as people use 
medication differently. The statements are clear.
How easy did you find answering this question?
No problem at all
Question 6:
If you currently use medication to manage your pain, how best would you 
describe your useage?
Never Occasionally Often Always Do not Use 
Medication
Regular use over time
Sporadic intake when 
needed
What are you thinking as you answer this question?
This is hard as people do use medication differently over time. Some use it 
regularly but don 7 take it everyday, ie they regularly take it when they are in 
flare up or increase their dose when they do activity. Some people take 
regular tablets but also have tops ups fo r  flare ups so they are not mutually 
exclusive.
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What do you think of the response statements? 
OA:
Question 7:
What would you do if you were to experience a flare- up in your pain symptoms?
Never Occasionally Often Always
I feel confident to manage the pain on 
my own
I would go to the GP/Consultant to 
seek reassurance
I would go to the GP/Consultant to get 
medication
I would go to the GP/Consultant to be 
referred for further medical interventions 
(e.g. injections, surgery)
What are you thinking as you answer this question?
I  noticed that “I  feel confident” and “ I  would” are different concepts, so I  
would change them all to “ I  would”.
I  recommend including “usual” or “ current”pain symptoms in the question as 
this is considered different from a different/ new pain, where the options may 
change.
I  would be expecting people to say that post course they can manage more on 
their own.
What do you think of the response statements?
/  would be expecting people to say that post course they manage their pain on 
their own and use GP less.
You need to make it more clear that people need to answer every question.
Would you go to your GP for any other reason when you notice a change in your 
pain?
People also go fo r  diagnosis: is this tied in to further medical interventions? 
Question 8:
How would you rate your 
understanding of about what causes and 
maintains chronic pain?_______________
0-10 VAS? Or discrete answers from no 
understanding to complete understanding?
What are you thinking as you answer this question?
People are interested in how behaviours maintain their pain, pre- programme 
they are also interested in how they get rid o f  the pain, maybe a bit more than 
they are about finding out the cause. It is important to understand the cause o f 
pain as understanding empowers you.
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What would you think is the easiest way to answer this question: a scale of 1-10 or 
discrete answers.
For me, discrete answers are easier as I  do not understand the difference in the 
numbers on the scale.
This questionnaire is aimed at assessing how the group has affected the way you 
manage your pain. For example whether you have applied any of the pain 
strategies after attending the course. Is there anything you think we have 
missed off or have you noticed any other changes to the way you manage your 
pain?
The group has changed the way I  think about managing my pain so I  now have the 
mind set o f  ‘T can do this ” rather than “ what I  can 7 do ”. The whole concept o f a 
tool kit o f strategies to help me manage the pain is useful.
Maybe goal setting, as before the course I  set unrealistic goals that were 
unachievable.
Comments about Satisfaction:
I  would want to include satisfaction with the venue, the paperwork and the teaching 
style. I  think the group was big so splitting it in 2 may have helped with involvement. 
I  also found the peer support helped break the isolation and the pre session 
swapping o f advice helped those inhibited in the big group.
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Appendix D 
Evidence of Feedback from Supervisor
Email Sent 25^ ** August 2011
Dear Katie,
Thank you very much for your presentation of your SRRP results on the 3 August 
2011 to the Pain team. It was well presented and informative and 1 look forward to 
your presentation of further results on the 21^ September.
Best wishes
Rosie Odhuba
Consultant Clinical Psychologist in Pain Management
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What Are Young Adults’ Views Of Celebrities With Mental Health Difficulties? 
Abstract
Objective. Celebrities with mental health difficulties are often asked to participate 
in campaigns to challenge discrimination against those with mental health problems, 
for example the national ‘Time to Change’ anti-stigma campaign. However, there 
has been little research into public attitudes towards celebrities with psychiatric 
problems. This study therefore aimed to explore views of celebrities with a mental 
illness.
Design. Four young adults each participated in a 25-minute semi-structured face-to- 
face interview that was then transcribed. A realist position was adopted and thematic 
analysis was used to code and analyse the transcripts.
Results.While a small number of celebrities were viewed sympathetically, 
participants predominantly expressed a negative view of celebrities with mental 
health problems. Four central themes were identified in the data: (i) Celebrities’ 
difficulties were seen as disingenuous as they were believed to benefit from ‘acting 
crazy’, for example by attracting attention to themselves; (ii) celebrities’ problems 
were seen as shallow and artificial; (iii) celebrities were thought to largely inflict 
their difficulties upon themselves through substance abuse or reckless behaviour; (iv) 
while participants recognised that media reports are sensationalised and inaccurate, 
this made them feel distant from celebrities, allowing them to view their mental 
health difficulties as a source of entertainment.
Conclusions. A critique of the study and research methodology is presented, but it 
is suggested that national campaigns aiming to reduce discrimination against those 
with mental health difficulties may wish to be cautious about their use of celebrity 
stories, as these will not necessarily engender understanding or empathy.
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Research Log
1 Formulating and testing hypotheses and research questions X
2 Carrying out a structured literature search using information technology 
and literature search tools
X
3 Critically reviewing relevant literature and evaluating research methods X
4 Formulating specific research questions X
5 Writing brief research proposals X
6 Writing detailed research proposals/protocols X
7 Considering issues related to ethical practice in research, including issues 
of diversity, and structuring plans accordingly
X
8 Obtaining approval fi’om a research ethics committee X
9 Obtaining appropriate supervision for research X
1 0 Obtaining appropriate collaboration for research X
1 1 Collecting data fi*om research participants X
1 2 Choosing appropriate design for research questions X
13 Writing patient information and consent forms X
14 Devising and administering questionnaires X
15 Negotiating access to study participants in applied NHS settings X
16 Setting up a data file X
17 Conducting statistical data analysis using SPSS X
18 Choosing appropriate statistical analyses X
19 Preparing quantitative data for analysis X
2 0 Choosing appropriate quantitative data analysis X
2 1 Summarising results in figures and tables X
2 2 Conducting semi-structured interviews X
23 Transcribing and analysing interview data using qualitative methods X
24 Choosing appropriate qualitative analyses X
25 Interpreting results from quantitative and qualitative data analysis X
26 Presenting research findings in a variety of contexts X
27 Producing a written report on a research project X
28 Defending own research decisions and analyses X
29 Submitting research reports for publication in peer-reviewed journals or 
edited book
X
30 Applying research findings to clinical practice X
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Abstract 
Aims
The principles of Recovery have become prominent in shaping UK health care policy 
across the lifespan. However there has been little research conducted to determine 
Recovery’s applicability to young people or their families. This study therefore 
aimed to explore whether a Recovery concept was relevant to the family’s 
experience of childhood mental illness.
Method
A qualitative methodology was applied to the study. 11 participants took part in 
semi-structured interviews. A social constructionist position was adopted and 
Abbreviated Grounded Theory was used to analyse the transcripts.
Results
Four related categories were constructed from the data, including “Experiencing 
Distress”, “Family Reactivity, “Gaining Control as Individuals” and “Adjusting the 
Status Quo”. Individuals’ search for containment and connection resonated as core 
processes across categories.
Conclusions
The constructed model was compared against the current literature on Recovery. 
Whilst the data did not support the notion of a collective Family Recovery, 
similarities with the Recovery literature supported an argument for the presence of a 
Family Member Recovery process. However, a direct transfer from the adult 
literature could not be supported in the data, with clear differences identified 
between the current conceptualisation and the themes within the adult Family 
Recoveiy literature. A critique of the study was considered and implications of the 
results for policy, practise and research development were discussed.
Key Words: Family, Grounded Theory, Social Recovery, Anxiety, Depression
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Introduction
Over recent decades, the concept of Recovery has taken centre stage within mental 
health services in the UK. Indeed, the principles of Recovery have influenced the 
values and service design of Adult Mental Health Teams and now more broadly are 
shaping the philosophy around person-centred care across the lifespan (e.g. 
Department of Health [DOH], 2011). Despite its proliferation there is no universal 
definition of Recovery. Typically Recovery has been understood as a “Clinical 
Recovery” and has been associated with the amelioration of symptoms related to 
psychiatric or physical impairment, as well as a return to pre-illness functioning 
(Warner 2004). However, within the field of mental health, this definition has been 
expanded and Recovery now signifies a complex and multifaceted construct, which 
acknowledges an individual’s ability to live a productive and fulfilling life in the 
presence of continued mental health problems (Onken, Craig, Ridway, Ralph &
Cook, 2007). To make the distinction between this latter concept and that of 
“Clinical Recovery” the terms “Social Recovery” or “Person-Centred Recovery” 
have become part of the field’s vernacular (Simonds, Pons, Stone, Warren, & John, 
2013). It is this latter form of Recovery that is the focus of the current piece of 
research.
Recovery and Adult Mental Health 
Historical Background
The concept of Recovery came to prominence in the late 1980s and early 1990s in 
the wake of the USA-led survivor movement (Ramon, Healy & Renouf, 2007). 
During this time, first person narratives around the lived experiences of psychosis 
were being disseminated (e.g. Deegan, 1988; Leete, 1989; Lovejoy, 1982; Ridgway, 
2001). This was coupled with seminal reviews that highlighted positive long-term 
outcomes in the quality of life for individuals constructed as experiencing 
schizophrenia (e.g. Harding, Brooks, Ashikaga, Strauss & Breier, 1987; Harding & 
Zahniser, 1994; Harrison et al, 2001). Together they served to challenge the 
dominant paradigm of the time that the experience of psychotic symptoms was both 
chronic and unremitting (Anthony, 2003; Ramon, Healy & Renouf, 2007).
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Among other researchers Ramon, Healy & Renouf (2007) offer suggestions as to 
why the Recovery movement gained impetus. Deinstitualisation provided the 
opportunity for those with a mental health problem to have a “normal” life. This in 
conjunction with the emergence of strength-based models ( e.g. social model of 
disability, Oliver, 1986), a drive towards anti-discrimination and the growth in 
consumerism, provided a welcoming backdrop for the Recovery movement to take 
root in the forefront of the political agenda (Ramon, Healy & Renouf, 2007; Roberts 
& Wolfson, 2004).
Recovery Definition
Recovery is renowned for the confusion surrounding its definition (Stickley & 
Wright, 2011a). Multiple stake-holders, including service users, researchers, health 
care professionals and policy makers, have all contributed to the material on what 
constitutes Recovery (Bonney & Stickley, 2008). Pilgrim (2008) highlights the 
challenges this presents, noting that with multiple stakeholders come different 
priorities and ontological positions that would have an impact upon the definition. 
He illustrates this by defining three positions of Recovery as seen by bio-medical 
psychiatrists, social psychiatrists and service user critics. These are Recovery from 
illness (which takes a psychiatric positivist stance). Recovery from social impairment 
(valuing a context specific position) and Recovery from social stigma and exclusion 
(valuing subjective-existential states). Whilst Pilgrim (2008) recognizes there would 
be some blurring of lines between these positions, he highlights that the resulting 
action points stemming from these different positions actually clash, stating one 
man’s “unwanted interference is another’s duty of care” (Pilgrim, 2008, p.300). As a 
result of the multiple conceptualizations. Recovery has become “that of an idea, a 
movement, a set of values, a paradigm, policy and a doctrine for change” (Bonney & 
Stickley, 2008, p. 140).
Despite this incongruity between stakeholders, many have offered definitions of 
Recovery. Davidson and Roe (2007) have made a distinction between “Recovery 
From” and “Recovery In”. The former identifies wellness and illness as being on a 
continuum, in which people become symptom free and rebuff the sick role (Pilgrim,
2008). “Recovery In” suggests that the variables of wellness and illness are not
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mutually exclusive. Therefore a central tenet of Social Recovery is that an individual 
can experience Recovery even in the presence of continued symptoms and disability 
(Roberts & Wolfson, 2004).
Anthony (1993) has provided the most cited definition of Recovery:
A deeply personal, unique process of changing one’s attitudes, values, feelings, 
goals, skills, and roles. It is a way of living a satisfying, hopeful, and 
contributing life even with limitations caused by the illness. Recovery involves 
the development of new meaning and purpose in one’s life as one grows 
beyond the catastrophic effects of mental illness (p.4).
In her first person account of Recovery Deegan (2002) points to Recovery’s all- 
encompassing nature and states that it is a process rather than an outcome, defining it 
as a “transformative process in which the old self is gradually let go of and a new 
sense of self emerges” (p.6 ). The process is characterized as both gradual and non­
linear, marked by individuals making and losing ground before pressing forward 
again through a process of change (Onken et al., 2007).
The pathways to Recovery are highly personalised to each individual, who brings 
with them a composite of strengths and weaknesses (Onken et al., 2007). Whilst the 
vagueness attached to this observation has been applauded for its flexibility, the lack 
of precision could render it meaningless at the level of implementation (Ramon, 
Healey & Renouf, 2007).
Despite the idiosyncratic emphasis of Recovery, multiple authors have put forward 
conceptual frameworks that have highlighted common themes and processes (e.g. 
Onken et al., 2007; Resnick, Fontana, Lehman & Rosenheck, 2005; Stickley & 
Wright, 2011a; Tew et al., 2011). Leamy, Bird, Boutilloer, Williams & Slade (2011) 
conducted a recent review of this literature base and identified 87 empirical papers 
which had attempted to conceptualize Recovery. Stemming from this work some 
universally accepted elements of Recovery can be surmised including
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Empowerment, Identity, Hope, Meaning in life and Connectedness. These are 
described more fully below.
Empowerment: Empowerment is thought to stem from self- determination and 
self-actualization in directing life choices among meaningful goals (Onken et al.,
2007). Individuals are not passive recipients of support, but actively take 
responsibility for deciding the type of support they would like and the extent to 
which professional services are involved. As such. Recovery pathways are highly 
personalized, with individuals developing their own strategies to cope with emotional 
distress (Deegan, 2002). The process of self-management is therefore often attached 
to the concept of Recovery (Slade, 2009).
Another element embedded within empowerment is the ability of individuals to take 
risks, which acts as an important catalyst to change (Bonney & Stickley, 2008,
Cleary & Dowling 2009). However, within a risk averse and litigious society, 
individuals constructed as having a mental health problem have often been denied 
the opportunity to make choices deemed by society to be risky (Cleary & Dowling,
2009). As such, not only does empowerment need to consider how the powerless 
gain power, but also how clinicians, who have traditionally held the power within 
services, are able to release power (Cleary & Dowling, 2009).
Identity: The experience of a severe and enduring mental illness can challenge an 
individual’s self-concept (Bonney & Stickley, 2008). Deegan (2002) describes how, 
upon receiving a diagnosis of Schizophrenia, professionals, family and friends lost 
sight of her as a unique individual (Deegan, 2002). Instead her actions and opinions 
were viewed through a distorted “lens of psychopathology”, which she then 
internalised herself, further reinforcing other’s position that she “was a 
schizophrenic” (Deegan, 2002).
A key process in Recovery is that the individual redefines a sense of their current and 
future self (Andresen, Oates & Caputi, 2003). This includes rejecting internalized 
stigma and shame and integrating one’s experiences of emotional distress into a new 
self-concept (Deegan, 2002).
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Hope and Optimism about the Future: Hope pervades the programmatic 
literature and is considered a key ingredient to the Recovery process (Andresen, 
Cades & Caputi, 2003). Andresen, Oates & Caputi, (2003) describe hope as “hope 
for the future, personal agency, the hopefulness of others, and sources of inspiration” 
(p.589). Hope can stem from within the person or from a significant other (Andresen, 
Oates & Caputi, 2003). As such, policy and NHS circulars often cite the duty that 
professionals have for holding the hope for clients and providing optimistic 
therapeutic services (Stickley & Wright, 2011).
Meaning in Life: Recovery is dependent upon an individual finding meaning and 
purpose in their life (Onken et al., 2007). This includes the ability to find meaning in 
the experiences of emotional distress, positioning it as something that can enrich a 
person’s life (Stickley & Wright, 2011). Spirituality, work, creative pursuits and 
advocacy have been cited as ways in which the individual can find meaning in their 
experiences (Andresen, Oates & Caputi, 2003; Deegan, 2002). A conduit to this 
process has been described through taking part in meaningful social roles and 
achieving personally defined goals (Leamy et al, 2011).
Connectedness: The concepts of social inclusion and exclusion are a central tenet 
in the process of Recovery (Bonney & Stickley, 2008). Peer support, relationships 
and being part of the community are integral to this process. This includes true 
integration, where people experience positive reciprocal relationships within the 
community and not just within the mental health services (Henderson, 2011). On a 
societal level, the importance of both public attitudes and the attitudes presiding 
within the mental health system are recognized; with negativity, stigma and 
hopelessness imposing limitations on a person’s potential to recover (Mental Health 
Foundation, 2007 as cited in Stickley & Wright, 201 lb).
Structure of Recovery Models
In an attempt to unify themes and provide a mechanism through which Recovery can 
be implemented in services, researchers have developed Models of Recovery. The 
majority of the literature describes stage models, whose inter-related phases and their
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associated tasks are hypothesised to constitute an overall process of Recovery 
(Davidson, Roe, Andres-Hyman & Ridgway, 2010).
Recent reviews champion stage models for their intuitive nature and the ease with 
which mental health services can be organised around them (Davidson, et al., 2010). 
However, it is acknowledged that work is needed in defining the exact nature of the 
models, with the current literature citing a wide variety of differences in model 
structure (i.e. the number of stages they posit, Henderson, 2011).
As portrayed in Table 1. Andresen, Oates & Caputi (2003) present a stage model 
constructed from the amalgamation of five other models discerned from the literature 
(Baxter & Diehl, 1998; Davidson & Strauss,1992;. Pettie & Triolo, 1999; Spaniol et 
al, 2002, & Young & Ensing, 1999).
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Table 1
Recovery Model adapted from Andresen et al. 2003.
Stage Individual Characteristics
Moratorium Denial, confusion, hopelessness and self-protective 
withdrawal.
Awareness A spark of hope and awareness of oneself other than the “a 
sick person”. This is facilitated through the self or a 
significant other.
Preparation Resolution of working on one’s Recovery. Includes learning 
about mental illness. Recovery skills and taking stock of 
one’s own strengths and values. During this stage there is a 
connection with peers and therapy.
Rebuilding The individual works to develop a positive identity, set and 
work towards goals and take responsibility for their life. 
Risk taking and set backs characterize this process.
Growth Considered the outcome of Recovery, the individual knows 
how to manage their symptoms, is resilient in the face of 
relapse, and has self-efficacy. The individual is living life 
with a positive future orientation.
Critiquing the methodology of this paper, the authors do not explain their methods as 
to how the five stages are extrapolated from the data and therefore the rigour of the 
study cannot be ascertained. In addition the meta-analytical method of subsuming 
existing stage models leaves no room to question the applicability of a stage format 
as applied to Recovery.
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Henderson (2011) Anther critises earlier stage models, such as Andresen, Oates & 
Caputi’s (2003), citing they lack explanation of the underlying mechanisms through 
which individuals move through stages. Davidson et ah, (2010) reiterate this point, 
noting that little is known about the “turning points” from despair to Recovery. 
Henderson’s (2011) model attempts to counter this shortfall using a methodological 
rigorous Grounded Theory approach, in which participants experiencing 
Schizophrenia, Bipolar or Major Depression were interviewed on three occasions. 
The emerging model conceptualised the basic social process of Recovery as 
“Overcoming Loss”. Loss was defined of in terms of loss of social functioning, loss 
of mental health, and psychological loss. However it was unclear how these were 
operationalized and particularly how the latter two differed from one another.
Despite this lack of clarity the model supported a stage model approach in explaining 
the process of Recovery; constructing three -phases of “Recuperation”, “Moving 
Forward” and “Getting Back.” Movement through the phases was described as 
recursive and non linear. The model is depicted in Figure 1.
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Figure 1. Recovery Framework (Henderson, 2011). Re-created with pemiission.
Similar to earlier stage models, Henderson (2011) describes a period of biographical 
disruption and denial over being classed as mentally ill, which was met with 
resilience or tenacity by the individual. This was followed by a period of evaluation 
in which information about mental health was sought after or provided. The 
possibility of experiencing a mental health problem was acknowledged.
The second phase of “Moving Forward” was characterised by an acceptance that 
change was needed and a process of adapting daily routines and self-care 
(Henderson, 2011). The final stage entitled “Getting Back” was described as a 
process of adjustment, including social inclusion and accepting the possibility of 
relapse. As depicted in Figure 1 both internal and external factors were conjectured
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as being the underlying mechanisms through which Recovery stages were negotiated 
(Henderson, 2011). Reframing the experience of mental distress, protective social 
withdrawal, and spirituality were cited as internal mechanisms. In addition external 
mechanisms, such as reciprocal relationships, also contributed to the Recovery 
process (Henderson, 2011).
The inclusion of external facilitators of Recovery has often been lacking in earlier 
models, whose have emphasised the individual (e.g. Andresen, Oates & Caputi, 
2003). The narrow focus on the individual has been criticised, fearing that it would 
absolve mental health services from their responsibility of implementing change, 
such as developing hopeful and socially inclusive environments (Davidson et al.,
2010). Jacobson & Greenley (2001) is an oft-cited exception to the individual focus, 
noting recovery needs to occur within a positive culture of healing, reduced social 
stigma and within recovery-orientated services.
Although prominent within the literature. Stage Models imply a sequential format to 
the process of Recovery, which is contrary to the non-linearity depicted in the 
literature (Davidson, et al. 2010; Ochocka, Nelson & Janzen, 2005). As such several 
non-stage models have been also been developed (e.g. Deegan 2002; Ochocka, 
Nelson & Janzen, 2005).
Criticisms of Recovery
As highlighted in the previous section, the lack of a clear definition to Recovery is in 
danger of making it a meaningless and confusing construct to implement (Ramon, 
Healy & la Renouf, 2007). Indeed the literature base as a whole can be criticised for 
lacking a strong empirical evidence base (Berzins, 2006). This is in terms of limited 
outcome data, a lack of validated measures accurately assessing Recovery orientation 
and a prevalence of programmatic material over empirical research (Berzins, 2006; 
Williams et al. 2012). Whilst service-user experiential accounts are essential in 
highlighting personalised pathways and subjective perceptions that typify the 
Recovery experience (e.g. Deegan, 2002), their transferability and applicability to 
wider populations could be questionable. With a shift to evidence-based practise
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being increasingly required to inform service delivery there is a call for the research 
base into Recovery to be more formalised and rigorous (Berzins, 2006).
It has been argued that self-determination shifts the responsibility for factors such as 
employment, housing and risk management from a social problem to a problem of 
“self care” (Harper & Speed, 2012). This appears to neglect the many factors that 
are out of the control of the individual and places emphasis on self-will, when some 
may find solace in a sick role (Jaeger & Hoff, 2012). It is also questioned whether 
the emphasis on self-determination will be used to justify, in a society preoccupied 
with spending cuts, the withdrawal of services (Ramon, Healey & Renouf 2007).
Although lauded as a significant perceptual shift. Harper & Speed (2012) argue that 
the Recovery movement has done little to provide radical changes in the way we 
understand emotional distress. Like the deficit model. Recovery’s individualistic 
focus continues to marginalise collective or structural causes of mental distress. 
Therefore, despite being inherently liberating. Harper & Speed (2012) argue that the 
discourse around Recovery still implies that of an individual deficit model and 
simply reft-ames it under a positive stance.
The Relevancy of Recovery within the UK
Over the past decade, the UK has begun to organise NHS mental health services 
around Recovery-orientated practise (Perkins, 2013). This move has been supported 
via both mental health policy (e.g. DoH, 2009; 2011), and professional bodies within 
social care and health (e.g. Social Care Institute for Excellence [SCIE], 2007; Royal 
College of Psychiatrists, [RCP] 2009). The Government’s policy No Health without 
Mental Health (DOH, 2011) explicitly cites, as one of its objectives. Recovery for all 
age groups. Further objectives, including providing greater choice in treatment and 
improving social inclusion are also concordant with the principles of Recovery.
Guidance policies and implementation frameworks are currently being piloted and 
disseminated throughout the NHS (e.g. DoH, 2012; National Institute of Mental 
Health in England [NIMHE], 2004; Shepherd, Boardman & Slade, 2008). The 
Implementing Recovery through Organisational Change project (ImROC) has been
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central to the employment of Recovery principles within Adult Mental Health 
services (Slade, 2012). The project supports services transitioning through ten 
organisational challenges towards Recovery practise (Shepherd, Boardman & Bums, 
2010; Slade 2012).
Examples of Recovery-orientated practise include the use of personal budgets, direct 
payments and peer led Recovery colleges (Perkins, 2013). However, some question 
whether current changes are tmly reflective of the principles of Recovery. In an 
address to the Scottish Recovery Network Perkins (2013) cites the increased use of 
detention under the Mental Health Act (2007) as an indicator that systemic power 
still lies with the professionals. Both Perkins (2013) and Slade (2012) purport that 
wider systemic change around the role of the clinician is still needed.
The Concept of Recovery as Applied to Young People
Within the UK, 10% children between the ages of 5-16 experience mental health 
difflculties; of which 3.7% receive a diagnosis fi*om services of anxiety or depression 
(DOH, 2013).
Applying the principles of Recovery to work with young people has been quoted as 
giving “added value” to systems already in place (White, Evans, Ali, Abrahams & 
King, 2009). Specifically, using Recovery has been advocated for shifting attention 
to a more holistic approach focused on strengths and quality of life over pathology 
and deficit (Friesen, 2005, 2007; White et al, 2009). Stemming fi*om empirical 
research a focus on hope, optimism and positive orientation for the future have been 
championed by families in child services and seem particularly relevant values 
within a developmental and familial context (Freisen, 2005, 2007).
UK policy (DOH, 2011) advocates Recovery’s use for children and young people 
noting, “Although the term {Recovery} is not used in relation to children and young 
people, the underlying principles of the Recovery approach are equally applicable” 
(p i6 . footnote). Concurrently recent interventions for adolescents have been cited 
within the literature as conforming to the principles of Recovery (Kaplan &
Racussen 2013). However, it is of note that whilst this paper states the intervention
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had “Recovery at its core” no particular model of Recovery appeared to be applied to 
its implementation.
A search of the literature highlighted only a handful of empirical studies that had 
attempted to conceptualise Recovery in young people (Blumberg, 2005; Freisen, 
2005; Simonds et ah, 2013). This lack of research suggests that the above quotation 
was assumptive; a notion further supported by the research base which questions 
whether Adult Recovery can be directly extrapolated to the experience of young 
people (Simonds et ah, 2013).
Indeed, proponents of the need to further develop a framework of Recovery in 
children have cited that the current adult conceptualization lacks a developmental 
perspective required for working with children (White et al, 2009). In addition 
Friesen (2007) questions how the themes of self-determination and personal 
responsibility would be operationalized for very young children.
With these questions in mind, there has been a call for research to explore 
Recovery’s relevance for children and young people and, if applicable, to define a 
framework for it (Simonds et ah, 2013).
Through a bottom-up Thematic analysis of young people’s, and their mother’s, 
experiences of childhood depression and anxiety Simonds et ah (2013) present the 
initial stages of this empirical work in the UK. They identified themes of loss and 
rediscovery that are consistent with Adult Recovery concepts. However divergence 
was also noted, with young people finding it hard to conceptualize a fiiture-self 
living with symptoms. They postulate that young people may not have the cognitive 
maturation to develop a cohesive self-concept (Simonds et ah, 2013). In addition the 
hope for symptom amelioration was evident in both mothers and young people’s 
accounts of Recovery (Simonds et ah, 2013).
An additional difference has also emerged from the literature base. Whilst family 
support is considered key in the adult Recovery movement its importance has been 
particularly emphasized within the adolescent literature (Blumberg, 2005). An
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interesting extension to this systemic influence has been reported in a doctoral thesis 
interviewing professional stakeholders in Child and Adolescent Mental Health 
Services ([CAMHS] Arthem, 2011). Here Recovery of the young person was firmly 
located within a process of change for relatives, as well as for the whole family. In 
Arthem’s (2011) study clinicians’ defined Recovery, “not as a unique, individual 
journey, but as a unique collective journey during which members of the family 
experience their own individual change, but the family as a collective experience 
change too” (p. 72).
This is divergent fi*om the adult literature, which clearly defines Recovery as a 
personal and idiosyncratic experience. But the concept of a Family Recovery process 
raises an important question as to whether Recovery, for young people and children, 
needs to broaden its conceptualization to include the family.
Family Recovery
Family Recovery considers how family members of people experiencing mental 
health problems, and the family as a whole, recover from its impact and associated 
stigma (White, Boyle & Loveland, 2005). This has been a neglected area of the adult 
research base, with the focus of family members primarily being on how they may 
support, or perceive, a relative’s own Recovery process (e.g. Topor, Borg, Mezzina, 
Sells, Marin & Davidson, 2006; Tweedell, Forchuk, Jewell & Steinnagel, 2004).
Qualitative literature has been primarily used to explore the processes family 
members go through when living with a relative experiencing mental health 
difficulties. In Buckley-Walker’s (2013) review of these models, which she defines 
in terms of Recovery, family members are characterized as moving through a series 
of stages. These include initially recognizing a problem, becoming aware this 
problem may be seen as a mental health difficulty, learning to live with their 
relative’s mental ill health and finally coming to an acceptance of its presence. At 
this later stage family members are described as learning to let go of past traumas, 
and their pre-occupation with their relative, and reignite past interests
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A critique of Buckley- Walker’s review is that none of the models included the term 
Recovery in them, with processes of family change described as “Redefining 
Parental Identity” (Milliken & Nothcott 2003), “Pursuing Normalcy” (Rose, Mallion 
& Walton-Moss, 2002) or “Emotional Management” (Karp & Tanarugsachock, 
2000). Thus the process being described by Buckley- Walker (2013) may not 
actually represent one that is considered by families to be a “Recovery process”.
Spaniol (2010) offered the first conceptual model explicitly suggesting that family 
members move through their own experiences of Recovery. Spaniol (2010) 
conceptualizes family member Recovery as a series of stages that parallel those of 
adult Recovery. Rates of Recovery were different for each family member and the 
conceptualisation took a very individualistic stance, failing to comment on the 
relational interplay between family members (Spaniol, 2010).
Family members were described as independently moving through a series of stages 
including Shock, Discovery and Denial; Recognition and Acceptance; Coping; and 
Personal or Political Advocacy (Spaniol, 2010). This latter stage described a process 
of personal growth for family members, who gain deepened understandings about 
themselves, others and their work. Spaniol (2010) describes family members 
developing confidence in their advocacy skills, working as equals with the 
professional network supporting their relative.
However the transferability of Spaniol’s (2010) conceptualisation can be critiqued, as 
its construction is based upon a commentary of the author’s clinical observations 
rather than taking a data driven approach. In addition the lack of methodological 
description leaves it unclear how the stages in the model were identified. O’Grady & 
Skinner (2012) addressed this limitation using a Grounded Theory approach with 
family members living with someone experiencing concurrent mental problems and 
substance abuse. Their analysis defined family members as moving through a 
journey. This included “The Journey into Illness”, which shared the similar features 
of shock and denial as defined by Spaniol (2010), but also recognised the difficulties 
towards getting help for their loved one. The following stage of a “Journey Through 
Illness” included elements of compassion fatigue, feeling stigmatized themselves.
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and ambivalence towards action (O’Grady & Skinner, 2012). The final stage 
“Journeying On,” included holding hope, accessing peer support for them, 
developing self-care skills and acquiring a knowledge base.
Similar to Spaniol’s (2010) model the concept of family member psychological 
growth was also commented on and defined as family members becoming equally 
engaged with the professional network (O’ Grady & Skinner, 2012). Within this 
study participants recognized that Recovery was embedded within a family journey. 
The paper, and others within the field, has called for traditional models of Recovery 
to include a familial dimension (O’Grady & Skinner, 2012; White, Boyle & 
Loveland, 2005).
Objectives of this Study
As highlighted in this review the principles of Recovery have become prominent in 
shaping adult mental health services and health care policy within the UK. Recent 
government policy has also advocated its use within the field of child and adolescent 
mental health. However, despite Recovery’s popularity, little research has been 
conducted to determine its applicability and definition as applied to children and 
young people. This project is part of a wider series of work looking to determine the 
relevancy and nature of Recovery in this field (e.g. Arthem, 2011; Simonds et al, 
2013).
The current project’s research question was developed following the professional 
stakeholder’s constmction that Child Recovery exists within a context of Family (and 
Family Member) Recovery (Arthem, 2011). Although Family Member Recovery has 
been mentioned within the adult literature, the notion of a collective Family 
Recovery is a unique finding to Arthem’s (2011) thesis, with the individual 
perspective dominating over the family perspective (O’ Grady & Skinner, 2013; 
Spaniol, 2010). Within the field of child mental health, the notion of a Family 
Recovery intuitively makes sense as children and adolescents are dependent upon, 
and embedded within, a family system. However the author is not aware of any 
literature exploring this as a concept with families and young people.
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As such, the overarching question for this study is whether the concept of Family 
Recovery is a meaningful construct for families and young people experiencing 
mental health difficulties. As applicability is at the very heart of this question, 
methodologically it is essential not to force the concept of Recovery on the data. 
Therefore, this study was divided into two stages. The first stage aimed to develop a 
bottom-up data driven account of a family’s experience of childhood anxiety or 
depression. The driving question was,
1) What is a family’s experience of childhood anxiety or depression?
The second stage of this study was to then assess whether the families’ experiences 
demonstrated a change process and whether Recovery was a meaningful part of this. 
As such, a thematic review of the model’s content was compared against the 
Recovery themes in the literature. The aim of this was to determine,
2) Does a process of change occur for family members and/or families as a 
whole? Is the concept of Family Recovery and/or Family Member Recovery 
meaningful and applicable for families with children experiencing depression 
or anxiety?
It was noted that the genesis of the concept of Recovery is based upon the lived 
experiences of those suffering severe and enduring mental health difficulties. The 
study’s focus on young people with anxiety and depression can also inform a 
subsidiary research question of whether the concept of Recovery can apply to those 
who suffer less severe and enduring mental health problems.
Method
Methodology
A quantitative approach focuses on cause and effect, or uses pre-determined 
variables to describe, explain and predict experiences (Willig, 2008). The exploratory 
nature of the research question and the lack of literature in the field of Family 
Recovery suggest this approach would not be appropriate.
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A qualitative methodology is often used to explore phenomena that have yet to be 
theorised (Willig, 2008). This was deemed to be in line with the study’s route of 
enquiry. The methodology’s focus on being data driven is also in line with previous 
research within the Recovery literature, whose foundations have been built from 
service-user experience (Simonds et al, 2013). A retrospective design was selected to 
capture the experience of families over time.
Method
Grounded Theory. Grounded Theory (GT, Glaser & Straus, 1967) was selected as 
the method for this study. GT is both a process and product involving the 
identification and integration of categories of meaning constructed from descriptive 
data (Willig, 2008). A primary aim of GT is to generate theories of human social 
processes (Lingard, Albert & Levinson 2008). GT’s focus on process is distinct from 
other qualitative methodologies, such as Interpretative Phenomenological Analysis 
(Smith, Osborn, Smith, 2003) and Thematic Analysis (Braun & Clarke, 2006), which 
seek to describe the quality of experience over the processes involved (Willig, 2008). 
The use of GT fits with the assumption made by the study that a family’s experience 
of childhood mental health problems is a discernible process.
GT is diverse, with multiple versions stemming from different epistemological and 
ontological positions (Sbaraini, Carter, Evans & Blinkhom, 2011). Glaser & Straus’s 
(1967) original version took an objectivist view of the world, in which a universal 
truth is out there to be discovered. A positivist approach to knowledge production 
stemmed from this, where theories were thought to reside in, and emerge from, the 
data irrespective of the researcher (Willig, 2008). More recent versions of GT have 
moved to a social constructionist position (Charmaz, 2006). Ontologically, truth, 
rather than being universal, is seen as an interpretative portrayal of the world. Rather 
than discovering knowledge, theory is co-constructed by the researcher and 
influenced by their lens of experience (Charmaz, 2006).
The researcher’s ontological and epistemological position aligns with a social 
constructionist approach, including the belief in their active involvement in theory
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construction. As such Charmaz’s (2006) constructionist guidelines to GT were 
referenced during the analytical process.
Abbreviated versus Full. In the full version of GT, data collection and analysis are 
conducted cyclically, with initial data analysis driving the focus of subsequent data 
collection. This process involves theoretical sampling, which is informed by the 
emerging theory until theoretical saturation is achieved (Willig, 2008). Within the 
abbreviated version, the researcher works with the original data set alone and the 
principles of theoretical saturation, negative case analysis and theoretical sensitivity 
are conducted within this text (Willig, 2008). The abbreviated approach has been 
criticized for not enabling the researcher to broaden the analysis. However it has 
recognized benefits for those studies limited by resources (Willig, 2008). Due to time 
limitations the present study employed an abbreviated version of GT. However, in an 
attempt to move closer to the full version of the method, initial coding and memo 
writing was conducted between each interview. This process informed subsequent 
interview schedules with the aim of testing out theory as it developed.
Data Collection
Individual v Family Level Data. Consideration was given to whether data should 
be collected and analysed at the family or individual level. Family level data, (whole 
family interviews), maintains the perspective that the family is more than the sum of 
its parts (Eggenberger & Nelms, 2007). This method allows comprehensive family 
systems data to be captured by observing family members interaction (Âstedt-Kurki, 
Paavilainen, & Lehti, 2001; Donalek, 2009).
However due to the sensitive nature of the research question, family interviews may 
have resulted in skewed data, through participants censoring information or 
projecting a happiness façade (Âstedt-Kurki, Paavilainen, & Lehti, 2001). Ethical 
concerns of family members experiencing shame or network coercion also led the 
researcher to reject this level of analysis (Margolin et al., 2005). Instead individual 
interviews were conducted, recognizing that the data represented the individual’s 
perspective of their experience within the family (Âstedt-Kurki, Paavilainen, &
Lehti, 2001). In order to capture a systemic view the original aim of the study was to
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conduct individual interviews with multiple family members from within the same 
family. However during the recruitment process whole families could not be 
recruited as only individual family members consented to participate. Therefore in 
order to maintain a broad family perspective, it was decided to interview participants 
who held different positions within a family (e.g. parents, siblings, young person) but 
who were from across different family units (Âstedt-Kurki, Paavilainen, & Lehti, 
2001).
Interviews. Semi structured interviews were conducted either face to face (x6 ) or 
by phone (x5). Although critiqued for losing contextual or non- verbal data, evidence 
is lacking that the use of telephone interviews produces lower quality data (Novick,
2008). The use of phone interviews allowed data collection to be done across 
countries and participants noted they felt better able to cope with the sensitivity of 
the subject matter.
Interviews were scheduled at intervals of several weeks across the recruitment period 
to allow time for transcribing and initial analysis. The initial interviews consisted of 
broad, open-ended questions to encourage unanticipated stories to emerge (Charmaz, 
2006). Prompts invited further exploration of the topic under discussion (Appendix 
A). As the interviews progressed the interview schedule was altered to enable 
clarification of categories being constructed from the data. For example questions 
were added to the schedule to clarify the emerging theme that family reactions to the 
young person’s distress were individualistic rather than collective.
In addition to this the emphasis placed on particular interview questions within the 
schedule altered during the research process. Preliminary interviews focused on the 
initial questions, which aimed to understand the family context and lived experience 
of the young person’s anxiety or depression. The emphasis on these questions 
decreased as saturation of these categories was reached (e.g. “Experiencing Distress” 
and “Family Reactivity”). In addition it became evident from the interviews that 
families did experience a change in how they lived with the young person’s distress. 
As such the latter interviews focused on those questions exploring what facilitated 
this transition and how this then impacted the family as a whole.
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During the interviews the term Recovery was purposefiilly excluded from the 
schedule. This was in keeping with Glaser’s notion that directly asking the research 
question may pre-empt the principles in the data (Duffy, Ferguson, Watson, 2004). It 
was also recognised that the term Recovery is often interpreted as symptom 
amelioration by the general population, which may have skewed the content of the 
interview.
Recruitment Procedure. Participants were recruited through advertising posters 
and email across community settings including mental health charities, libraries, 
churches, local councils, local businesses, sports clubs, post-graduate groups and 
Surrey University students and staff (Appendix B).
Participants self-selected into the study and were provided with an information sheet 
(Appendix C). After obtaining verbal consent, an interview was arranged. Written 
consent was gained at the point of interview. For phone interviews, the consent form 
was sent prior to the appointment, then reviewed and signed over the phone 
(Appendix D). A debrief was conducted after the interview in which the purpose of 
the research was explained and participant’s reactions to the interview were explored 
(Appendix E). Participants were also invited to take part in a separate response 
validation stage of the study.. All participants volunteered to take part in this stage of 
the study and were sent an abbreviated copy of the results (Appendix F).
To be included in the study, participants had to belong to a family in which an adult, 
now between the ages of 18-29, experienced depression or anxiety as a child. In line 
with the constructionist approach, the young person did not have to have had a 
clinical diagnosis of anxiety or depression. However to ensure a focus on emotional 
difficulties, participants were excluded if they described experiences similar to an 
eating disorder, ASD or psychosis. Participants had to be English speaking.
The age limit was put in place in an attempt to align as close as possible with the 
current experiences a child may have within the mental health system. However, as 
the analytical process continued it became evident that this restriction was somewhat 
arbitrary. As such, an ethics amendment was gained to include all adults.
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Ethical Approval
A favourable ethical opinion was granted from the University of Surrey, School of 
Arts and Human Sciences (Appendix G). The project was also scrutinised by the 
University’s Service User and Carer Research Panel during study design (Appendix
F).
Participants
19 participants from different families self-selected into the study. Two participants 
withdrew from the study due to availability or not meeting study criteria. Time 
limitations meant three participants were unable to be interviewed. A further two 
participants were excluded for not meeting study inclusion criteria. The transcript of 
one participant was not able to be included in data analysis due to a poor recording 
quality. This latter participant was still invited to take part in the response validation 
stage of the study. A total of 11 participants, all from different families, took part in 
the study. Table 2 depicts a summary of participant characteristics. Young people’s 
experiences within the participating families were diverse in terms of demographics 
and treatment experience (Table 3). To protect the anonymity of participants in the 
study some specific demographic details have been omitted or changed (e.g. family 
member positioning, ethnicity and diagnosis).
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Table 2
Participant Characteristics
Participating Participant Ethnicity Employment 
Family
Family Composition at 
the time of Depression/ 
Anxiety
1 Parent White Healthcare Mother, Father, Sibling,
British Professional Young Person,
2 Sibling White Academia Mother, Father, Sibling,
Other Young Person.
3 Young White Academia Mother,
Person British Siblings, Young Person
4 Parent White Healthcare Mother, Father, Sibling
British Professional Young Person,
5 Young White Healthcare Mother, Father, Sibling,
Person British Professional Young Person
6 Young White Academia Mother, Father, Sibling,
Person British Young Person
7 Sibling White Academia Mother, Father, Young
British Person, Siblings
8 Sibling White Other Mother, Father, Siblings,
Other Professional Young Person
9 Young White Academia Mother, Father, Sibling,
Person British Young Person
1 0 Sibling White Academia Mother, Sibling, Young
British Person,
1 1 Young White Health care Mother, Father, Siblings,
Person British Professional Young Person
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Table 3
Young Person Characteristics within each participating Family
Participating Self Age of Age at Received
Family Reported Onset Interview Clinical
Anxiety/ Diagnosis
Depression in
(within (within Childhood
_______________________range) range)____________
Services 
Accessed in 
Childhood
Treatment 
Received in 
Childhood
1 Depression 6-10 16-20 Yes
2 Depression 6-10 21-25 Yes
3 Depression 11-15 31-35 No
CAMHS, 
Social Services 
Inpatient
GP
Inpatient
None
Counselling
Medication
None
Anxiety 6-10 21-25 Yes- Other
Depression 6-10 26-30 Y es-O ther
GP
CAMHS
Doctors
GP
Doctors
Counselling
None
Anxiety 11-15 26-30 Yes
Depression 11-15
Depression 0-5 36-40 No
/ Anxiety
Psychologist
and
Psychiatrist
Inpatient
Psychologist
Psychiatrist
Psychologist
Therapy
Medication
Therapy and 
Medication
Counselling
9 Depression 6-10 26-30 Yes
/ Anxiety
GP
CAMHS
Counselling
10 Depression 13-15 36-40 No GP
Counsellors
Counselling,
Medication
1 1  Anxiety/ 3 1 . 3 5
Depression No GP Counselling
* Age range has been used within the table to protect anonymity (0-5, 6-10,11-15, 
16-20, 21-25, 26-30, 31-35, 36-40)
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The Analytical Process
Coding. Interviews were transcribed verbatim and reviewed several times to aid 
familiarization. These transcriptions formed the basis of the analytical process 
(Appendix I). The analytical process was iterative, so that the researcher moved 
through cycles of initial coding, focused coding and theory development as new 
analytical directions were established and new interviews were conducted. Based 
upon the initial transcripts, conceptual categories and an initial framework were 
created. This was then refined, altered and tested during the remaining interview 
process.
Initial line-by-line coding was conducted on each transcript to ensure the analysis 
and later theoretical formulations were grounded in the data (Willig, 2008). In order 
to keep close to the data, the initial codes were kept descriptive rather than analytical 
and took the form of “in vivo” codes or gerunds e.g. “withdrawing from others” 
(Charmaz, 2006). The second phase of analysis moved towards Focused Coding.
This aimed to synthesise larger portions of the data and was informed by significant 
or frequent initial codes (Charmaz, 2006).
The initial stages of coding aimed to fracture the data so that a broad range of 
descriptive codes could be established. A large number of codes were generated and 
continuously organized by memo writing, diagramming and the grouping of codes 
(Birks & Mills, 2011). This process led to the data being bought back together in a 
coherent new way, as lower-level descriptive codes were integrated into higher-level 
analytic categories (Birks & Mills, 2011). Evolving categories were conceptually 
refined and gaps in the data were explored across the transcripts (Charmaz, 2006). 
Further memo writing and diagramming supported this process. As analysis 
progressed, early categories were collapsed to become sub-categories producing 
medium level conceptual categories (Birks & Mills, 2011). This process was 
conducted for each category until it was felt that the bulk of categories captured the 
available data (Willig, 2008). This created the foundation of the GT (Birks & Mills, 
2011).
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Advanced analysis considered how the substantive categories and subcategories 
integrated with one another. This process was supported by critically analysing the 
relationships between categories through memo writing, referring back to the 
transcripts and story telling (Charmaz, 2006).
Negative Case Analysis and Constant Comparison. Central to the method of 
GT is the use of constant comparison (Charmaz, 2006; Willig, 2008). The researcher 
moved back and forth through the transcripts reviewing similarities and differences 
in the codes and then the categories that were being developed (Willig, 2008). 
Negative case analysis, in which instances that did not fit categories, were also 
identified and acted as a method of ensuring the developing theory was as rich as 
possible (Willig, 2008).
Memo Writing. Memos were used throughout the analytical process (Willig, 
2008). Initial memos consisted of case-based and process memos to aid reflection on 
the initial interview processes and the Researcher’s own idea about what was 
expected in the data. (Appendix J) As analysis progressed, memos helped clarify the 
movement from descriptive codes to analytical categories and trace the emergent 
relationship between parts of the theory (Willig, 2008).
Study Rigour
There are multiple ways to assess a study’s rigour within the qualitative literature 
(Willig, 2008). Most evaluative criteria support the broad principles of 
methodological credibility, reflexivity and an awareness of how the study’s 
contextual specificity may limit its applicability (Willig, 2008). In recognition of the 
diversity among qualitative research paradigms an evaluative criteria should be 
tailored to fit the method under evaluation. As such, this study used Charmaz’s 
(2006) guidelines evaluating credibility, resonance, usefulness and originality. These 
will be discussed, along with reflexivity, in the Discussion section.
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Results
The study’s initial research question was broad, aiming to understand the experience 
of families in which a child had experienced depression or anxiety. Four major 
categories were constructed from the data including “Experiencing Distress”, 
“Family Reactivity”, “Taking Control as Individuals” and “Adjusting the Status 
Quo”. Individuals’ search for containment and connection resonated as core 
processes across categories. The results section will briefly provide an overview of 
the major categories and explain their connections (Figure 2). The subcategories 
subsumed under each of the four major categories are presented throughout the 
results section (Figures 3-6) and explained in detail within the text.
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Containing Distress
4
Family Reactivity
Gaining Control as Individuals
Experiencing
Distress
Adjusting the Status 
Quo in the Family
Connecting with Others
Figure 2. A preliminary model of the family’s experience of childhood depression 
and anxiety. The blue line represents the young person and the green lines are 
representative of their relatives.
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Summary of the Model
“Experiencing Distress” conceptualised the young person’s distress as a 
psychological and relational loss of stability, stemming from a contextual crisis that 
rocked their sense of identity or security.
As depicted by the off-centre blue box in Figure 2. the young person’s experience of 
distress could not always take centre stage within the family system. Reasons for this 
are explained through the category “Family Reactivity”, which is why the larger, 
encompassing green box represents this classification.
The category “Family Reactivity” explained the factors determining the response 
family members gave to the child’s distress. This was dependent upon priorities 
within the wider familial context, the involvement of other family members and the 
attributions they made about the meaning of the child’s distress. Family members’ 
own mental or physical health, as well as their distress tolerance of the child, also 
predicted their involvement.
Indicated by the downward arrow, child and relative participants described a shift in 
how they responded to the young person’s distress and wider context. As shown in 
the category “Gaining Control as Individuals”, individual family members moved 
through behavioural, cognitive and psychological change to help them manage the 
impact of the child’s distress. This included altering their belief systems around 
mental health, entering and navigating a process of acceptance towards one another, 
and the experiences they have had, and developing a skills base. Change was 
facilitated through experiential insight, as well as a more active process of seeking 
out support.
In Figure 2. the category “Gaining Control as Individuals” recognises that both 
relatives (green boxes) and the young person (blue box) moved through similar broad 
processes of change to help manage the impact of the distress. The placement of 4 
small boxes portrays this process of change as individualistic, rather than collective, 
with each box representing an individual family member. The uneven positioning of
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these boxes represents the notion that family members moved through change at 
different rates and at different time points in their life.
The final category “Adjusting the Status Quo” represents the changes in dynamics 
between individuals within the family system. This includes a change in
communication style and relationship boundaries. The blue and green box depicted 
in Figure 2. denotes this as a process occurring between both the young person and 
their relatives.
The positioning of the category “Gaining Control as Individuals” before “Adjusting
the Status Quo” indicates it is a necessary precursor to dynamic changes within the 
system. However the cyclical arrows recognise that the two categories are reciprocal 
and evolving.
The loss and re-connection with others, as well as the process of containing one's 
distress, resonated as core themes that were evident throughout all the major 
categories. These processes are therefore represented via the encompassing circle 
around the categories. The circle also represents that for families there was no end 
point in these processes, with participants describing a hope for connection and 
containment to continue into the future.
Experiencing Distress
Loss of 
contextual 
stability
Loss of 
connection
with the 
social world
Loss of 
psychological 
stability
Experiencing Distress
Fzgwre j. Experiencing Distress - subcategories
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This category discusses the commonalities in the young people’s experiences of 
depression or anxiety. It refers to both the context surrounding the emergence of 
distress, as well as observations about the young person’s psychological state and 
social fall out. For the young person their distress was difficult to understand and 
contain, causing them to become angry, self-neglectfiil, frightened and, for some, 
leading to self-harm. Social withdrawal and social exclusion were also described. As 
depicted in figure 3 these subcategories were not mutually exclusive. The arrows 
between the boxes indicate that the subcategories were inter-related with one 
another.
Loss of Contextual Stability. Data analysis suggested that the young person’s 
depression or anxiety occurred within a broader context of family crisis. This 
included living through experiences such as parental relationship breakdowns, 
physical or mental ill health, abuse, and financial hardship. These factors were often, 
but not exclusively, experienced comorbidily, as Anna describes:
I was the only one at home with my parents, so I was used as a scapegoat with 
my dad for his stress. Umm of course he was caring for a teenage daughter and 
a sick wife and he has MS himself. (Anna, Young Person [YP])
Rigid, perfectionist or competitive dynamics that existed within the family were also 
cited as precursors to the young person’s distress. Sally described how her family 
organised themselves around managing her father’s mood. A commonly cited 
expression describing family dynamics was that the household felt like “you were 
constantly on egg shells”. Chloe commented that whilst her family became fractured 
during her sister’s experience of depression, these fissures had already existed as part 
of the family dynamic.
Loss of Psychological Stability. Participants conceptualised the young person’s 
experience of depression or anxiety as being a reaction to the destabilising 
environment described above. As Sally states, “What I have come to try and 
understand about it, I just fell apart basically. I moved to that school, it was the third 
time my friendships had been broken.” (Sally, YP)
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Specifically, participants explained how the young person’s sense of security had 
been threatened. Mary described her son’s difficulties at school as “rocking his 
foundations”, with Lauren noting how her experiences had left her “feeling 
constantly unsafe”. In addition, participants observed that the changing context also 
challenged their sense of social or physical identity. Amy’s experience of comorbid 
physical health difficulties coupled with early onset puberty left her “to almost not 
trust your own body”.
The symptoms of distress were frightening for the young person who did not 
understand what was happening. Having not experienced depression before, Sally 
explained how she attempted to understand her symptoms within a framework of a 
physical illness: “I could not explain what was wrong I did not know why I felt sad, I 
did not know why I felt so terrible, so I used to just say I had a headache.” (Sally,
YP)
A sense of chronicity was juxtaposed with the notion that the young person’s distress 
was not linear, with Michelle clarifying that her sister’s depression would “flare up at 
certain points.” Mary suggested that this was particular around times of transition.
Participant’s described an increasing escalation in the severity of the young person’s 
distress over time. Chloe explained how her sister’s distress “came to a head,” 
escalating from issues of self -neglect and anger to more severe expressions of se lf-  
harm. “Well I have normal levels but I guess I felt I was not able to cope with the 
levels that I was feeling.” (Anna, YP).
Loss of Connection with the Social World. The data suggested that the young 
person had to manage their distress alone for a protracted time. There was a sense 
that this was in part due to concealment of the problem by the young person, but also 
the lack of awareness of its presence by family members and significant adults (see 
Family Reactivity).
Social withdrawal and social exclusion were two factors characterising this 
subcategory. The young person’s withdrawal from family members, friends and
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school resonated across accounts. Martin described his brother as being in a “self- 
imposed exile”. Withdrawal was described as a form of mild dissociation, a way of 
protecting oneself from not being believed by others, or as a way of protecting 
oneself from arguments within the family system.
I did not know what was wrong I just wanted to be on my own I guess. Yeah 
so I sat in the playground by m yself.. .That is how it started and then I guess it 
got a lot worse and I ended up not being able to go to school, I did not really 
talk to anyone, umm except my mum. (Sally, YP)
Alongside social withdrawal, young people described becoming socially excluded by 
the responses of the wider social network. Young people discussed attempts to reach 
out to others for support with varying degrees of success. For those who could not 
approach their family (See Family Reactivity), friends, teachers or GPs became 
sources of disclosure. Whilst some participants described friends and school as a 
“safe haven”, others found they struggled to understand what they were going 
through. As such, some young people were marginalised or isolated from friendship 
groups: “I was the freak. I mean I did not have any friends maybe for 3-4 years and I 
can see why because my behaviour was so strange” Amy (YP).
This was also echoed in the young people’s experiences with adults. Whilst for some 
participants teachers acted as helpful conduits to gaining professional support, the 
majority were faced with a lack of understanding surrounding mental health.
Teachers responded to the young person’s disclosure of distress with disbelief, 
confusion and inaction. Amy echoed this with her experience of disclosure to her GP, 
whose belief system that children could not get mental health problems, delayed her 
access to professional support. Amy went on to describe the exhausting and isolating 
impact this had on her,
...it’s exhausting having to fight to be believed all the time and you know I had 
it in school and people I knew that were as close to friends as I had at the time 
and at home as well so I did not kind of have an escape from it. (Amy, YP)
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Figure 4. Family Reactivity - subcategories
Family Reactivity captures the factors determining the reactions family members had 
towards the child's distress. Some family members, particularly mothers, were 
heavily involved in the care of the child, often re-organising their work and home 
routines. However there was recognition that not all family members were 
responsive, or could be responsive, to what the young person was experiencing.
Data analysis identified five factors that determined reactivity (Figure 4). These 
considered the priorities of the family focus, whether the relative was emotionally 
available, whether they could cope with the young person's distress and the influence 
of other members within the family. These subcategories were dynamic and not 
mutually exclusive.
Prioritising the Family’s Focus. For some families, the relative stability elsewhere 
in the unit meant parents were able to direct their attention to the care of the child. 
However, for other families the precariousness of their living situation meant that the 
need to maintain the basic necessities of living dominated family life. Several 
participants described how the family's focus on economic survival meant "people 
were more in their roles, doing their own thing like and not really interacting as 
much" (Michelle, sibling).
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In a similar vein, the physical or mental ill health of others within the family also 
diverted the focus away from the young person. Amy suggested that her brother’s 
difficulties were ranked above hers as his were externally referenced, supported by 
the family’s belief systems and had a tangible quality.
The knock on effect for me was that because he had a diagnosis and I didn’t 
ermm he was, it was all very focused on him. You know and there was 
something wrong with him, and it was a learning difficulty and it had a 
name, you know “it was fine because it had a name. (Amy, YP)
Being Emotionally Available. Anna highlighted that the changing family context 
was not only causally linked to her own anxiety, but also created “a huge reaction 
from all of us.’’ Chloe provided an example of the different ways family member’s 
responded to her mother’s illness:
Each of us dealt with it in different way. Me by being a really ridiculous over 
achiever and by being really independent and by seeking my own life and 
leaving home when I was 18. She, I think, internalised it a bit more, (Chloe, 
Sibling)
The ability for family members to be reactive to the young person’s distress was 
therefore dependent upon how they themselves were coping psychologically. There 
was a sense that for some family members their need to husband their own resources 
for self-preservation over-rode their ability to be consistently present for the young 
person.
He had his own stuff going on, which I did not know about at the time, and I 
did not really react to him until I was able to and I felt I was able to cope with 
his stuff and mine. (Lauren, YP)
Withdrawal was identified as a common coping mechanism. Chloe described how 
her mother’s attempts to support her daughter’s depression were dispersed with
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intermittent periods of withdrawal, as she did not have the psychological capacity to 
cope with her own and her daughter’s mental health difficulties,
{My mum} was like you know being very physically protective and 
comforting her I guess. But also like “I don’t know what to do’’ and 
disengaging... And she {mother} was sleeping a lot, I think herself she was 
not able to do anything. (Chloe, sister)
Coping with the Young Person’s Distress. The extent and type of reaction family 
members were able to provide was also dependent upon their distress tolerance. This 
subcategory acknowledged that seeing the young person in distress was highly 
emotive for the individuals within the family: “[my brother] did not want me to have 
it. Like he was like “just be okay please, because I find that hard to deal with” (Anna, 
YP).
One’s ability to be there for the young person was not a static process. Sian 
poignantly captured how her capacity to cope with her daughter’s increasingly severe 
depression reached snapping point, “There is only so much you can take before it 
sort of destroys all of you rather than just one of you” (Sian, Mother).
Many family members described actively engaging, supporting and listening to their 
child. However a sense of helplessness at being unable to break “the cycle” of 
distress impacted on a relative’s ability to be responsive. In addition, the family 
member’s qualitative experience of the young person’s distress, which was often 
dependent upon relationship history and how they were positioned within the family, 
was critical. Martin described how his mother received the brunt of his brother’s 
anger, whilst as a younger brother he was positioned more as an ally and mediator.
He therefore states that his ability to retain a relationship with his brother was not 
that he was, “in any way cleverer, or more astute or more observant or have more 
emotional stamina, I think we were just luckier not to be on the receiving end of 
those horrible personal attacks” (Martin, Sibling).
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Anger, frustration and relational tension were commonly cited reactions as family 
members became unable to tolerate the young person’s distress. Withdrawal was 
described as a mechanism for self-preservation. Sian (Mother) describes the 
consequence of her husband’s withdrawal in response to her daughter’s depression 
noting, “Even though we were sort of living under the same household, it was a very 
divided family.”
Not Constructing Symptoms as a Mental Health Problem. Family members 
were described as not understanding what was happening to the young person. Many 
families normalised the young person’s behaviours in relation to their developmental 
stage; e.g. “Being a difficult teenager” (Anna, YP), or “having temper tantrums” 
(Chloe, sibling). Behaviours were also seen as extensions of the young person’s 
personal attributes, with Jack (sibling) noting, “I think her withdrawnness just 
seemed like an aspect of being lazy again,”
For some family members, the concept of mental health was not an organising 
construct they possessed: “My dad would take the mickey actually, because I started 
doing things, like ritualised things, because you know in that time you did not call 
someone OCD” (Lauren, YP).
Past exposure to mental health difficulties, through work or personal experience, 
altered causal attributions of the child’s behaviour, with Sian illustrating.
As I work in mental health I was more aware of what was going on. Whereas
I think he saw a lot of it being a deliberate act and laziness and things like
that, and he was frustrated that he did not understand it. (Mother)
For those that were aware of depression or anxiety, familial and cultural belief 
systems around these played a pivotal role in how family members responded. The 
fear of stigma prevented some parents from accepting their child had mental health 
problems. Amy described how her family’s belief that mental health difficulties “are 
weak and they are not talked about and you know that they are not real” meant her 
emerging depression was instead perceived by her family as “attention seeking” and
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her requests for help were “shut down”. Sally describes the long-term impact of such 
early attributions, in that subsequent bouts of depression failed to go recognised and 
or intervened with appropriately.
The Influence of other Family Members. This less cited category recognised the 
systemic interplay between family members. Anna describes not needing to involve
her brothers or father in the management of her anxiety as, “my mum just gave me so 
much support, I did not feel the need to talk to anyone else about it”.
Mary echoed this, describing how she actively encouraged her husband not to get 
involved with the care of her sons, as she felt his own anxiety compounded theirs.
For siblings, their age appeared to be a buffer to their involvement in managing their 
older sibling’s experience of depression.
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Young people and their relatives went through similar broad processes of gaining 
control over the impact of the anxiety or depression, as well as the wider familial 
instability. Individuals did this gradually over time, at different rates and time points 
from one another.
Just to be clear on that though, we are still individuals now, we have not done it 
as a family by any means. What has happened is we have all grown and 
evolved and dealt with our crap to put it bluntly and then know now to be open 
about it and not threatened by it and present it to the family. (Lauren, YP)
The exact pathways to making changes were highly personalised, with some seeking 
change through an active process of searching and others changing experientially as 
they moved through life transitions. These two processes were not mutually 
exclusive (Figure 5). As individuals moved through these conduits of change they 
described several internal processes of change. This included beginning to construct 
the young person’s problems as a mental health difficultly, processing their family’s 
experiences, defining responsibility for change and developing a behavioural and 
psychological skills base.
Conduits to Change.
Actively Searching. The young person and relatives described searching for 
assistance with managing and understanding the experience of anxiety or depression. 
As a child, searching, and the decision of whether to accept therapeutic input, was 
often directed by a parent. In those families in which parents were not involved, the 
young person or siblings were required to seek out their own support. As Michelle 
(Sibling) notes, “I think because the family did not really manage, I think she dealt 
with it by herself a lot.”
Sources of support varied, with some participants describing how the use of self- 
help resources enabled skills development and acted as a source of comfort. Mary 
describes, “So when Tony was anxious I got lots of books about how to help anxious 
children” (Mary, mother).
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Disclosing concerns about mental health issues to others was another commonly 
cited process. This was described as “quite scary because you are telling someone 
something really quite horrible about yourself’ (Lauren, YP). Fears of stigma or 
burden often acted as a barrier to disclosure. Both relatives and the young people 
noted that many friends or teachers “did not understand” (Mary, Mother) or “were 
shocked and did not know how to take it” (Emily, YP). However, even with these 
challenges, talking to others was an important conduit through which all family 
members received emotional support and signposting to services.
Another avenue through which individuals sought answers was via the mental health 
service. The use of services was not central to the family accounts and was described 
by many as short-lived or inadequate. Many of the young people and siblings 
described only getting therapeutic support once in adulthood.
Jack described the challenges of getting the right access to mental health services, 
noting his sister was “passed from pillar to post” between services. Access to the 
right support was hindered by a GP’s lack of awareness of childhood mental health 
problems, parental fears of stigma, or limited service resources. As a mother, Sian 
described not receiving support until “drastic action” had to be taken.
For young people accessing the right service provided a skills base around emotional 
management and the opportunity to talk to someone without burdening friends or 
family. As a relative, this route also provided advice on how to support the young 
person. Some siblings also talked about the use of therapy as a way for themselves to 
come to terms their family’s experiences.
Experiential Insight. Emily (YP) described experiencing “reflective points that you 
have in life” which offered experiential insight into mental health and the family’s 
experiences as a whole.
Transition points, such as living away from home, employment and parenthood, were 
defined as one element of this. Transitions were characterised by a shift in
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responsibility and independence. For both relatives and the young person, they 
offered room for a change of perspective around their experiences. Mary illustrates 
this point with her son’s experience at university;
And he now is a medical student and he tells me looking back that he had, 
listen you will know the name of this, “childhood anxiety disorder”. He rang 
me up when he had just done the lecture and said “mum that is me, that is 
what I had had when I was a child. (Mary, mother)
Amy (YP) commented on how moving away enabled her to see her parent’s 
perspective of her depression: “Having the space from it (home) has given me a 
different perspective from it, and I am able to see things from their point of view, but 
that was not something possible when we were living together”
Transition points also allowed relatives to change the relationship they had with the 
depression and anxiety. Martin (sibling) states, “Our relationship with Peter and his 
behaviour is only what we will allow it to be, whereas actually you are very much 
held hostage to it growing up.”
Martin’s description of “being held hostage” to his brother’s depression denotes the 
powerful nature in which family members remembered this time. Michelle echoes, 
this describing being “unable to escape” her sister’s crying fits, which, since moving 
out, she now only hears of retrospectively. Sian described her daughter’s transition 
away from the home as “taking the pressure o ff’ the family.
Hobbies and work were other routes to change, providing a restorative focus for 
relatives and the young person. They were described as providing ‘perspective” and a 
source of hope, “We would go on walks on a Sunday after lunch, or how we might 
plan a holiday or something and for me that became a really important thing”. (Jack, 
sibling)
Vicarious learning was a final element to this subcategory. For Anna’s brothers, 
meeting others who had experienced anxiety shifted their view that anxiety was both
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rare and unbeatable. Amy echoed how meeting others with mental health difficulties 
normalised her experiences, and provided her with relief at being understood. She 
went on to describe that, through other people, she learnt to see the benefits of having 
experienced a mental health problem, “Our lecturer said “oh you are really 
privileged, you both see the world in a way like no one else” (Amy, YP).
Internal Processes of Change.
Recognising Mental Health Difficulties as a Construct. This process was not a 
necessary vehicle for change, but was a common factor across most interviews. Sally 
(YP) described a gradual realisation that her behaviours were linked to depression, “I 
realized, you know, the decisions I made, about lots of different things in my life 
were linked to depression but I did not understand that at the time”.
An important aspect of assimilating mental health as a construct was that family 
members had to accept it as legitimate. Having an external reference (such as 
diagnosis) was one cited source of legitimacy. Mary (mother) speculated that one’s 
acceptance of mental health as a construct, was why differences existed between her 
sons’ willingness to manage their anxiety: “He does not really accept so much, he 
knows, but he does not accept that his mind makes it worse.”
Family member’s gradually adjusted the schema they held around what constituted a 
mental health problem. Anna’s brothers learnt that her anxiety “is a lot more 
common and it is very treatable.” This helped them shift their position so that “it is 
not as big an issue like they felt it was at a time.” Family members talked about re­
scripting the experiences of the young person into the context of this new 
information. Lauren (YP) illustrates this with her father.
Even now my dad would go do you remember those days {when you said} 
“pardon me, pardon, me,” and I would say “Dad that was the beginning of the 
OCD, which you now recognise.” And he would be like “oh yeah I guess it 
was”, but for him it was the family joke of the time.
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Participants acknowledged that their family members’ acceptance is a process to be 
navigated, with Michelle (sibling) stating, “I think my mum is still somewhere 
between not recognising the problem and somewhere between feeling quite guilty, 
not for any good reason, but not knowing or thinking she should have done things 
differently.”
Processing Their Family ^ s Experiences. Family members described a period of 
processing the impact of the young person’s depression or anxiety, as well as their 
family’s past. Emily described this as the central part of being “on a healing 
journey”. Emily (YP) commented, “I still have a bit more work to do but I have 
processed quite a few of the traumatic experiences I have had in the past.”
Exploring this within the data identified a number of different elements that were 
discussed by both relatives and the young person. Individuals went through a process 
of redefining normality. Martin described how his realisation that family life was not 
normal became a turning point in his relationship with his brother.
Like it is one of those things that feels totally normal, like completely normal, 
but there is suddenly a moment that you realize “oh crap this isn’t normal at all, 
this is weird and God what has that meant for my life and it flips your whole 
perception of the person and the conversations you had with that person and 
your then future relationships with that person. (Martin, Sibling)
Secondly, individuals described building narratives around their family experiences 
and how these had contributed to the young person’s depression or anxiety.
But also now, kind of with a bit of distance and my own opinions of things is 
that I see how she felt as actually an outcropping, I guess an extension, of what 
was going on with my parents. (Chloe, Sibling)
This was a dynamic process with Lauren highlighting “You are still understanding 
stuff all the way through your life”. Anna described how as part of this process she 
had come to understand “why they {family members} did all the things they did”. To
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facilitate this understanding individuals drew on their knowledge of their own 
parent’s background, as well as the social context of the time.
Finally individuals talked about moving through difficult emotions they had relating 
to each other and the choices they made. Both siblings and young people described a 
period of anger and blame towards their parents about how their experiences were 
managed. As mothers, Sian and Mary described having to suspend the hopes they 
had had for their children and come to terms with the loss of the life they had 
expected. Sian (mother) described, “it is sort of grieving that she is not the daughter 
and family member we expected her to be. Because she was that person once, but she 
isn’t now, which is very sad”
Developing the Self. Both family members and the young person described a 
process of a changing self, with many participants observing that their life choices 
were, in part, the product of managing, or living with, anxiety and depression. Chloe 
provided an example of this.
It made me want to care a lot more. In terms of now my work focuses on young 
people, part of that is because I just think it is a fallacy to think that young 
people can’t feel that much pain..., You know she felt this really strongly. And I 
think because, now looking that she has gone into social work I think it was 
quite formative for her. (Chloe, Sibling)
Participants (Chloe and Anna) talked about how therapy had had an influence in 
developing their emotive language. Anna (YP) summarised the benefits of this as, 
“when you can articulate that {emotions} a bit better you can attract the appropriate 
response fi*om people, but as a teenager, you don’t have that level of sop., it isn’t that 
sophisticated”
Emily, Sian and Mary gave examples of acquiring behavioural self-management 
skills including CBT, pacing and how to put boundaries in place within the system.
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So he has learnt that actually that if he keeps going and gets plenty of rest and 
tries to think differently. I don't say he manages it all the time, but he has learnt 
that’s what he does. (Mary, mother)
A number of family members (e.g. Chloe, Lauren and Sian) spoke about developing 
an “outsider’s perspective”, becoming more “caring”, “empathetic” and “better able 
to read people”. Emily (YP) defined these changes as, “I find I can cope with that 
really well, so feel I am really quite resilient. I see myself as quite resilient through 
all these experiences.”
Defining Responsibility fo r  Change. The sense of responsibility for change also 
shifted for individuals. Martin acknowledged that the management of his brother’s 
depression, and the way he related to the family, was ultimately down to him.
There is definitely nothing that Simon and I can do having tried a lot. You just 
can’t do it, you can’t, unless someone really wants to then you can help them. 
You can facilitate and you can offer them advice. (Martin, Sibling)
Mary saw this shift in responsibility as part of the developmental pathway for her 
sons as they moved into adulthood. She stated, “We (as parents) like to fix, so what I 
have learnt is that it is not healthy for me to be doing all the fixing. So I have learnt 
to stand back and try and facilitate them do the fixing”
Emily and Lauren discussed reaching a level of acceptance that they “can not 
change” their family members and described becoming “a bit more live and let live.” 
Along with this acceptance Amy observed a change in her family’s reaction towards 
her.
They are much more accepting of my behaviour. A lot of the time I can get away 
with going it is because of my OCD, or my depression or my Stuff as I call it as 
there is so many and it takes forever otherwise. But if I say that, even to Dad 
now, he will tut and he will roll his eyes but he doesn’t go “you are being stupid. 
(Amy, YP)
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Fzgwrg d. Adjusting the Status Quo subcategories
The final category to be constructed from the data pertains to changing dynamics 
within the family (Figure 6) and affected both general relational quality and how they 
related to each other around issues of mental health. Change in family dynamics was 
implemented by individual change; “yes it is a personal growth period I think, I like 
to think that I kind of wash off onto the rest of my family when I can." (Emily, YP). 
It was noted that not all family members engaged in changes within the family.
Changing Patterns of Communication.
Becoming more open with one another. Family members moved from a “culture 
of secrecy" to becoming more open with one another. Acts of disclosure occurred at 
points when individuals were either “too exhausted to cover it up (Lauren, YP)" or 
conversely had “become a lot more comfortable with the subject" (Anna, YP).
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Disclosure between family members was described as being a gradual process, with 
fears of burdening others or being misunderstood as barriers to communication. Jack, 
acknowledged
There were some things I did not want to talk to my family about, but then 
maybe as time went on I was able to disclose stuff about myself to them. There 
are some aspects that I am still quite afraid to talk to them about. (Jack, sibling)
The depth of disclosure was also an evolving process and was facilitated by an 
individual’s capacity for emotional articulation. Anna (YP) described something of 
this transition, “There is much more of an emotional dialogue between the four of us. 
We are all much more likely to say if we are struggling about something’’ (Anna).
As well as disclosing about their experiences of mental health, family members talk 
about becoming more open with what they wanted from their relationships with each 
other. Lauren described her family moving from a “white wash” of trying to please 
everyone to becoming more “authentic” and being “more prepared to listen to 
criticisms”. Emily added that she had also begun talking more openly about her the 
love for her family.
For many family members, such as Jack, the ability to “sit there and talk as a family” 
was something they deeply valued and provided them with a source for support. 
Communication also enabled the foundations for a shared understanding of their 
experiences. Although negative case analysis highlighted that not everyone within 
the family came to a shared understanding of the child’s experience, for those that 
did the benefits of such were summarised by Martin’s (sibling) comment, “I don’t 
think either of us feels quite alone with it as we did when we could not talk about it”.
Adapting their communication style. This was a less articulated subcategory but 
described changes in the way family members communicated with one another. This 
included choosing when (e.g. considering mood state) and how (e.g. type of language 
to use) family members communicated. Mary (mother) identified a particular shift in 
the style of communication that she used with her sons; “So I have learnt that
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listening and making the right noises is far better than going in there and saying too 
much.”
Family members also reported that they had learnt to filter the type of conversations 
they would have with one another. The aims of this were twofold in that it acted as a 
way of protecting each other from relational discord,
Dad now cuts those conversations short and does not allow them he gets very 
shirty. Their relationship is now very much based upon “we are going to enjoy 
the best parts of each other, we are going to enjoy the time we have together 
umm and we are not going to enter into that discourse. (Martin, sibling)
or as a way of tempering an individual’s psychological distress, “So part of me was 
thinking I don’t want to tell her because I can’t cope with her overdosing on top of 
everything else. So we sort of shield her” (Sian, mother).
Defining Relationship Boundaries. A final category that captured the changes in 
status quo was that family members redefined their relationships with one another. 
The aim of this was to find the best opportunity for a relational accord,
I think that the fact that Simon and I and Dad have retained a relationship with 
Peter, and Jane and Mum have retained some kind of relationship with Peter, so 
that when are together as a family we can still have fun as a family and we still 
get on as a family. (Martin, sibling)
Within this several subcategories were highlighted.
Adjusting Physical Proximity. Some family members, such as Amy, recognised 
that in order for their relationships to survive they would “function better when they 
are not together.” Family members adjusted the physical distance, frequency and 
medium by which they saw each other. Sian described how she was able to cope with 
her daughter’s temper and this maintain their relationship by talking to her over the 
phone, compared to seeing her face- to- face.
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Defining Emotional Involvement The extent of emotional involvement with one 
another was a process that altered between family members over time,
She will contact me much more frequently when she is not feeling well and she 
will be a bit more clingy, like “oh I would feel better if you were here” and, 
which is actually the opposite of what she was like as a teenager. (Michelle, 
sibling)
There was the sense that the decision to form a relationship with one another became 
a choice, rather than a necessity. This was facilitated by whether or not the family 
members shared a similar understanding of each other’s experience and whether they 
could connect with “similar values and interests”. Sally (YP) illustrated how her 
shared experiences of depression had contributed to the newly established support 
network between herself and parts of her family,
I think my mum and my sister and I are beginning to go through a journey 
now, but we have not done up until this point. Well my mum with my sister 
through her depression perhaps and her experience with me, but I think now we 
three are going through a bit of a journey.
Themes of Connection and Containment
The sense that family members were striving for connection and a seeking 
containment to distress resonated throughout each category. The extent of distress 
and loss of connection with one another could be understood to occur along a 
continuum of extremity for different families.
Within the first two categories both the young person and their relatives describe 
striving to contain their distress. This was described as a reactive approach, with a 
lack of co-ordination between family members and for some it occurred in relative 
isolation from others. Across the other categories there was a sense of this changing, 
as individuals describe a process of containing their experiences. This occurred, in 
part, through connecting with others outside of the system. There was also a sense 
that as individuals started to come to terms with their distress they could re-engage
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with their relatives in a different way. Whilst cohesion occurred for some parts of the 
family, the notion of the whole family coming together was not an outcome 
supported in the data. However, there was a hope that in the future family members 
would continue to re-integrate with one another. For those that were still 
symptomatic, there was an additional hope of wellness, so that they may be able to 
spend time with the family, and manage the challenges of adult life. Sian captured 
both of these expressions of hope,
I do still hope that one day she will get a bit better and that we will be able to do 
things like have Sunday dinner together. She does come over for Christmas 
dinner, well she has done the last few years and they (step-father) have been 
civil to each other and they have been okay. I do hope one day she will be more 
integrated.
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Figure 7. Expanded preliminary model including major categories and subcategories. 
The bullet points indicate the subordinate categories subsumed under each major 
category.
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Discussion
Research has begun to explore how transferable and relevant the adult concept of 
Recovery is when applied to children (Simonds et al, 2013). The importance of 
family involvement has been cited as a distinct difference between adult and child 
Recovery (Blumberg 2005). Furthermore, the process of Recovery actually 
encompassing relatives, and the family as a collective, has been suggested as 
potential additives to the child Recovery concept (Arthem, 2011). This latter notion 
has only been explored through professional stakeholders. This study therefore aimed 
to explore whether a Recovery concept was relevant to the family’s experience of 
childhood mental illness. In addition exploring anxiety and depression allowed the 
relevance of the concept to be studied amongst those experiencing less enduring 
distress challenges given its historical base in severe distress.
The results section depicts a conceptualisation of families’ experiences of living 
through childhood anxiety and depression. This discussion aims to review this 
framework against the current literature on Recovery and to see if there are points of 
convergence as well as divergence. Strengths and limitations of the study will be 
considered against a backdrop of how we may apply this work to clinical and 
theoretical practise in the future.
Reviewing the Model against the Recovery Literature
The two papers within the field of adult Recovery that explicitly consider the concept 
of Family Recovery are largely individualistic, focusing on the experiences of 
individual family members (O’Grady & Skinner, 2012; Spaniol, 2010). This is 
unsurprising as Recovery is considered an idiosyncratic process. However the family 
response to illness is more than the sum of the individual family members; it is the 
inter-related response of the entire family, which is worth examination as there are 
reverberations from one member on another in the immediate time and place, as well 
as more distally.
Analysis of the Whole Family. Considering the family as a whole, and comparing 
Recovery against the current generated model, the combined categories of 
“Experiencing Distress” and “Family Reactivity” depict a lost and fractured
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collective family identity. These map onto the theme of a lost identity recorded by 
Simonds et al, (2013). However, whilst there was a sense of change within the 
system, participants clearly stated systemic change was the sum of individual change 
rather than a collective co-ordinated experience. Whilst change for some elements of 
the family (e.g. mother-daughter dyads) was implied, a coherent whole as an end 
point was not supported by the data. This affirmed an individualistic response to 
distress and its accommodation. This finding is contrary to the professional 
stakeholder’s view that a collective, co-ordinated Family Recovery occurred at the 
same time as both individual Family Member Recovery and Child Recovery 
(Arthem, 2011).
Speculations as to why this difference occurred could stem fi*om the fact that 
clinicians only see a snap shot of a family’s experience rather than their extended 
journey. In addition the participants in this current study were from the community 
and did not widely access therapeutic services as a family. There could be a 
qualitative difference between families accessing support through CAMHS 
compared to those who relied on other sources of support. It may be that a collective 
experience was more likely for families in CAMHS, as the very nature of being in 
therapy may have had a unifying effect.
Analysis of Individual Family Members. As depicted by subsuming the relatives 
and the young person’s experiences into the same category, data analysis suggested 
similar broad processes of change. Whilst distinctions may have been missed due to 
the relatively small sample of interviews, it could also suggest that a Recovery 
process is not unique to the young person but may also include a Recovery for 
individual family members. The generated model will be compared against the adult 
Family Recovery models, as well as the broad Recovery themes of non-linearity, 
identity, hope, connectedness and self-determination (Friesen, 2005).
Non-linearity. The model constructed from this data generates an echo of non- 
linearity with other models of Recovery (Bonney & Stickley, 2008). The family 
members’ process was considered to be recursive and evolving, with no clear end 
point. Therefore for these family members although they went through similar broad
Is Fam ily Recovery R elevant to  Childhood M ental Health Difficulties? 171
processes managing containment and connection this occurred at different time 
points and at different rates.
Identity. Consistent with Simonds. et al.’s (2013) child Recovery theme “loss of 
self’, the current results (“Experiencing Distress”) denote the loss of the young 
person’s identity at the outset of the emotional crisis. In particular participants 
described a loss of their physical self and group identity. This differs from the adult 
literature, in which the person’s broader sense of self was challenged and defined 
solely on the grounds of their mental health problem (e.g. Deegan, 2002). Reasons 
for this difference could lie in the importance afforded to group identity and the 
prominent changes in the physical self during adolescence (Carr, 2006). In addition, 
in the current study young people described not receiving a formal diagnosis, 
negating the possibility of an individual to be defined as such.
Little is known from the Family Recovery literature about how family members view 
their own personal identities, although a sense of losing connection with oneself was 
described as a result of a pre-occupation with the relative (Buckley-Walker, 2013). 
Whilst some family members described a pre-occupation with the child’s anxiety or 
depression, a loss of connection with the self was not sufficiently evidenced in the 
data. It could be speculated that, for parents, the role as a carer and the need to re­
organise one’s life around a child is an implicit part of child rearing. Therefore the 
child’s ill health may not challenge their sense of identity in the same way as if they 
were caring for an adult relative.
An emerging new sense of self, convergent with Simond et al’s (2013) theme of “re­
negotiating the self,” was also captured for family members in the current model. 
Both the young person and their relatives entered and navigated a process of 
accepting themselves and each other for who they were. Subcategories within 
“Gaining Control as Individuals” explained how this occurred through the forming of 
a narrative around the family’s past, as well as integrating the construct of mental 
health and its impact on the family into their personal belief systems and family 
scripts.
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In addition, within the subcategory ''Developing S e lf\  the family members 
experiences of mental ill health was described as providing a source of psychological 
growth for both relatives and the young person. Resilience, confidence, and a deeper 
level of emotional awareness were direct consequences of having lived with mental 
health difficulties. Both relatives and the young person described coming to an 
acceptance of one another. They also described how they been had influenced by 
their experiences and many had transitioned into caring professions. However, this 
latter observation needs to be tempered as some of the recruitment strategies focused 
on universities and mental health forums.
Social Inclusion. Social inclusion and exclusion is a key tenet to Recovery 
principles (Onken et al., 2007). Both relatives and young people described a fear of, 
or actual experiences of, exclusion and stigma from others due to the experience of 
anxiety or depression.
For both relatives and young people in this study, connecting with others appeared 
pivotal to the process of change and imbued the data. As discussed in the 
subcategories “Experiential Insight ” and “Actively Searching” meaningful 
connections with work, peers, new relationships and therapeutic services provided 
important processes of change. As echoed in Henderson’s (2011) model of Recovery, 
exposure to positive reciprocal relationships outside of the system had both a 
restorative and informative effect on individuals within the family.
Connectedness with other parts of the family, both for the young person and family 
member also resonated. In the category “Adapting the Status Quo” the process of 
connecting with one another around the impact of the mental health problems, and 
the wider challenges within the system, was important in moving forward. For 
families it provided a shared understanding and a way of helping them manage 
distress within the system.
Hope. Hope was discussed mainly in terms of the maintaining, or developing, of an 
inter-relational connection with one another. In a similar vein to Simonds et al’s 
(2013) this study also captured a hope for clinical wellness. This was described in
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terms of wellness, which would enable the young person to cope with, or complete, 
the developmental tasks expected of them (e.g. getting a job). However, a hope for 
Clinical Recovery did not saturate the data. This could reflect the transitional nature 
of depression or anxiety, whereby many participants at the time of interview were no 
longer actively symptomatic.
Individualisation and Self-determination. The concept of Recovery includes the 
idea that individuals are not passive recipients of care but take responsibility for 
determining their path to wellness and the extent of their involvement with services 
(Substance Abuse and Mental Health Services Administration [SAMHSA], 2012) 
This is thought to lead to a sense of empowerment for the individual (SAMSHA,
2012). Support was evidenced for the highly personalised nature of Recovery.
Family members described a variety of routes to change (e.g. active v experiential), 
as well as a variety of sources of change (e.g. therapy, hobbies, vicarious learning). 
The notion of self-management also resonated through the current model. Both 
relatives and the young person described learning new skills of how to manage 
emotional distress. There was a sense of an enactment of these self-management 
skills as described through the final category, “Adapting The Status Quo Here 
family members reported adjusting the way they communicated with one another and 
the type of support they gave, as an evolving consequence of each individual 
developing the self.
However, whilst there was evidence of agency within the model, the concept of self- 
determination as an empowering choice and opportunity for positive risk taking was 
neglected. Indeed, for some family members, self-determination appeared to be an 
enforced choice due to parental absence or inadequate service delivery. Additionally, 
the developmental challenges for young people rendered their views somewhat 
impotent owing to the voices of parents and professionals taking precedence. The 
difficulty of defining self-determination within child Recovery has been critiqued 
within the literature and is further supported here (Friesen 2005; Simonds et al,
2013).
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Family Models of Recovery. It is useful to compare the current model as a whole 
with Family Models existing within the Recovery literature base (O’Grady &
Skinner, 2012; Spaniol, 2010).
Both adult Family Recovery models are described as stage models, which is different 
from the current conceptualisation. However some similar processes can be 
identified.
The current model’s assertion that relatives experienced confusion, formed 
alternative casual attributions around the distress and then sought out advice and 
support mirrored that of Spaniol’ s (2010) stage of “Shock, Denial and Discovery”.
In addition the current model’s description of poor service experiences and a fear of 
stigma also resonated with O’ Grady & Skinner’s model (2012).
Similar to the stages of “Recognition and Acceptance” and “Coping”, (Spaniol,
2010) and “Journeying On” (O’Grady & Skinner, 2013), relatives in the current 
study navigated a process of accepting mental health as a legitimate construct and 
acquiring a knowledge and skills base in order to self manage its impact. 
Psychological growth was also a common factor across all three models.
However, neither of the adult models suggested there may be differences in family 
member availability nor recognise that some family members may not even be aware 
of their relative’s mental health problems. This difference could be methodologically 
based. Both adult models were generated from service user, rather than community, 
perspectives so may have only had access to participants who were actively engaged 
in the care of their relative.
The inclusion of the category “Adapting the Status Quo”, and the changes it 
describes between inter-relational dynamics, is missing from the adult literature. 
Surprisingly, despite the family focus, both O’Grady & Skinner (2012) and Spaniol 
(2010) paint individualistic models of family member’s Recovery and appear to 
neglect the interplay between family members within the system. Extending this 
point, rather than defining relational change in terms of those with other family
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members, the adult models describe a changing relationship with professionals, in the 
form of moves towards professional advocacy and peer support groups. Both of these 
are notably absent from the current conceptualisation. In fact within the subcategory 
“Defining Responsibility for Change” there was even suggestion of a move away 
from active involvement in the care of the young person.
Both developmental and contextual reasons could account for this difference. Firstly, 
the adult models were based upon accounts with relatives suffering severe and 
enduring ill health, who were still involved with services. Most of the participants 
interviewed in the current study were no longer accessing mental health services. 
Therefore it could be postulated that the presence of professional advocacy may 
occur along with a threshold of symptom chronicity upon which advocacy becomes 
essential. In addition advocacy for a young person could be considered an innate 
feature of the parenting role and therefore not something that would be explicitly 
discussed as change. The move away from advocacy defined in this current 
conceptualisation may also reflect the normal developmental shift in parental 
responsibility as the young person moves towards autonomy (McGoldrick & 
Shibusawa, 2012).
Divergence From Recovery 
Developmental Factors. A normative position for researchers and clinicians 
working with young people is the need to consider the wider developmental context 
within which change occurs. Developmental factors resonated across the current 
conceptualisation. Many relatives attributed the changes they were seeing in the 
young person to changes expected from the developmental process (e.g. “ being a 
difficult teenager”). As well as this the young person’s natural transitions through life 
stages, as echoed in the subcategory “Experiential Insight” (e.g. launching from the 
family home, starting a career), were important facilitators of change for the 
individual (Carr, 2006).
The model can also be explained from a Family Life Cycle perspective (McGoldrick 
& Shibusawa, 2012). From this perspective family relationships evolve over time as 
families’ adapt to different life stages, such as having young children, adolescence
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and launching into adulthood. In order to meet the developmental tasks of each stage 
the family must re-negotiate relationships within the system, as well as emotionally 
process this change (McGoldrick & Shibusawa, 2012).
According to Family Life Cycle perspective an individual’s symptoms of distress are 
thought to occur when stressors (e.g. historical or current) experienced by the family 
disrupt life cycle patterns of interaction and prevent the family from mastering the 
developmental tasks at a particular stage in the cycle. This is particularly pertinent 
during transition between life stages (McGoldrick & Shibusawa, 2012). Whilst the 
current model did not highlight stage transition as a clear trigger of distress, the 
young person’s symptoms were described as occurring within a context of familial 
instability and change, the consequence of which meant that family members were 
unable be physically responsive and emotionally attuned with the child in the way 
they needed.
In addition the process of re-organising family interactional patterns and negotiating 
homeostasis are captured within the category “Adjusting the Status Quo” and 
subcategory “Defining Responsibility for Change. These both describe normative 
changes similar to those that occur throughout the family life cycle during 
adolescence. These included changes between family members in relational power, 
the development of physical boundaries as children move away from home, 
psychological distance and a change in communication style (McGoldrick & 
Shibusawa, 2012). In addition, a key task of young adults launching from home is to 
come to terms with their family of origin’s past (McGoldrick & Shibusawa, 2012).
As most participants in the study were in their early 20s the model’s subcategory 
“Processing Family’s Experiences” could also reflect this natural transition.
It could be, therefore, that whilst Recovery in adulthood is considered very much a 
process of self-determination, for the young person and their families Recovery is 
also inevitably intertwined by changes that they experience developmentally within 
the family. Although developmental processes are acknowledged to be important in 
the child literature (e.g. Simonds et al, 2013) family life cycles are not included in 
adult family Recovery frameworks (O’Grady & Skinner, 2013; Spaniol, 2010).
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Service Engagement. Adult descriptions of Recovery include the notion that 
individuals recover, from the iatrogenic trauma associated with treatment, as well as 
the stigma associated with clinical diagnosis (White, Boyle &Loveland, 2005).
Whilst managing issues of stigma resonated in the current model. Recovery was not 
described in terms of recovering from the iatrogenic effects of treatment. This was 
possibly because, despite managing significant levels of anxiety and depression, 
many families in this study did not engage with services as their central support 
system and did not receive a formal diagnosis. The consequences were that the 
young person’s relational focus for help and guidance was orientated towards their 
family members or peers rather than dependence upon professionals. It is therefore 
not surprising that, in this current conceptualisation, the Recovery process was 
described more in terms of re-defining relationships within the family unit rather 
than redefining relationships with professionals.
The Inclusion of the Wider Context. Recovery frameworks often don’t appear to 
include the familial or socio-economic setting within which mental distress stems 
(Kalathil, 2011). In particular, there appears to be an underlying assumption that 
family members will be available and engaged in supporting the individual with 
mental health problems (O’ Grady & Skinner 2012; Spaniol, 2010,). However, 
within the current model “Family Reactivity” demonstrated that some family 
members were physically or emotionally unavailable, and appeared to find it difficult 
to be consistently attuned with their child’s needs. Attachment theory postulates that 
a child’s inability to predict an attachment figure’s availability or attunement, 
particularly when separated or experiencing other stressors, can further incite despair 
and a sense of hopelessness (Brumariu &Kems, 2010). In a recent review 
attachment, insecurity, in conjunction with other risk factors such as parenting, 
socio-economic risk and alcoholism, has been associated with increased depression 
or anxiety in children (Brumariu & Kerns, 2010). Through the families’ descriptions 
of the young person’s loss of containment and the process of seeking a “safe haven”, 
we could speculate whether, for some, their experience is also embedded within a 
context of insecure attachments.
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The presence of a wider context of adversity (e.g. illness, economic hardship) by 
which the whole family are impacted and seek to attenuate the effects of, leads to the 
question of whether the current conceptualisation also captures an adaptation 
framework such as Resilience. Resilience is defined as the ability to achieve positive 
developmental outcomes in the face of personal or environmental risk (White et al., 
2009). The systemic view of Resilience posits a family’s ability to emerge stronger 
and more resourceful in the future, with new insights and abilities (Walsh, 2012).
The Family Resilience Framework cites Resilience as a dynamic process in which 
changes occur in a family’s belief system (e.g. meaning making, positive outlook, 
and spirituality), communication with one another and organisational patterns 
(Walsh, 2012). These processes were similar to those cited in the current study’s 
conceptualisation and one can clearly state that, despite the adversity faced by family 
members, most were able to achieve their developmental outcomes (e.g. getting a job 
and family).
Within the Child Recovery literature. Resilience has been closely linked with a call 
to take an integrative approach of the two concepts when considering child and 
family mental health (Friesen, 2005; Walker & Friesen, 2005). In regards to the 
current study one can speculate that perhaps Recovery, whose focus is directed on 
the effects of mental ill health, can be embedded within a wider context of Resilience 
or adaptation from more general adversity.
It is important to acknowledge that the differences described between the Adult 
Recovery literature and this current model (i.e. the inclusion of the wider context and 
service engagement) could be an artefact of research design. The broad nature of the 
current research question, and the sampling strategy through the community, would 
inevitably provide details on the wider context of family life. This is in contrast to 
the Recovery research literature, which primarily interviews service users and has 
generally been very focused on the Recovery journey rather than considering where 
it sits within a wider context.
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Methodological Strengths and Limitations
Interviewing participants who took different standpoints in the family’s experience 
(child, mother and sibling) of childhood depression/ anxiety provided a breadth to the 
family perspective (Astedt-Kurki, Paavilainen, Lehti, 2001). However, one can 
conjecture whether the individualistic nature of the model was a result of taking an 
individual family perspective? In light of the fractured relationships within many of 
the family accounts it may have been very difficult to conduct whole family 
interviews and many participants reported their unwillingness for their family to be 
involved. This reflection in itself lends support to the individualistic stance of the 
model.
Supporting an argument for theoretical sufficiency, no new perspectives emerged 
during the latter interviews (Dey, 1999). However, the lack of a fathering perspective 
challenges sufficiency and stands as a limitation to the project. It was noted that the 
broad processes of change were not distinctive between other family members and 
one could argue why this would be different for fathers. However, more interviews 
would be needed to clarify whether the model would withstand modification after 
gaining new data from a paternal perspective. As such the current model may be 
better defined as a preliminary conceptualisation, rather than a full grounded theory.
Abbreviated GT employs an inductive approach (Willig, 2008). This was considered 
a strength of the study, as its bottom-up style meant that the concept of Recovery 
could be derived only if applicable and without imposing the pre-existing theory onto 
the data. Had the term Recovery been presented to participants in a top-down 
approach, as done in other studies (e.g. Friesen, 2005), participants may have 
acquiesced to its applicability due to factors such as social desirability. The 
researcher would have also had to align with a particular definition or model of 
Recovery, potentially enforcing restrictions onto the outcome of the study.
Study Rigour. Charmaz (2006) asserts that when evaluating a study it must hold 
credibility, have resonance, be useful and have originality.
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Credibility considers how successfully the observations made of the data have been 
grounded within the contexts that have generated them (Willig, 2008). The use of 
reflective memos and constant comparison ensured that the researcher was familiar 
with and immersed in the interviews. Opportunities were also taken throughout the 
interviews to check with participants the understanding of new ideas, as well as the 
emerging categories. To prevent imposing pre-determined codes on the data a full 
literature review was withheld from the research process until after data analysis. The 
use of quotations within the results section enabled the reader to make an 
independent assessment of how representative the categories were to the families’ 
experiences (Charmaz, 2006).
To further ensure credibility, the researcher attempted to ensure the methods 
employed in the study were as dependable as possible. A peer-led GT group and 
research supervision were used as reflexive spaces to check the accuracy of the 
research processes and to challenge the ideas being generated through memoing. 
These, coupled with the feedback provided from the supervisor on coding structure, 
ensured transparency in the analytical process. As a final part of this audit process a 
pilot interview was conducted prior to the commencement of data collection. This 
enabled the researcher’s interviewing skills to be evaluated with the aim of ensuring 
questioning could capture a breadth and depth of information gathered.
Resonance of the model for those it applied to was obtained via a participant 
validation stage of the study (Charmaz, 2006). Feedback was obtained from four 
participants, each of who stated they understood the model. A future step in further 
developing this model could be to gain feedback from those not participating in the 
study, but for whom the experience might apply.
The ability to generalise a theory to the wider population is not an end goal of GT 
(Charmaz, 2006). It is however important to recognise the social, cultural and 
historical context to which the theory applies (Charmaz, 2006). In this study 
participants were mostly from White British and individualistic cultures. The 
majority of family members were employed and had a family structure as a two 
parent family group. The young people within the families would have experienced
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their anxiety or depression embedded within the social norms of the 1980s/1990s. As 
such more research would be needed to ascertain whether differences existed for 
those families with different structures (e.g. single parent, blended families or foster 
families) and cultural backgrounds (e.g. collectivist cultures), who may interpret and 
navigate the child’s distress differently. Indeed, a recent Recovery review suggested 
that individuals from ethnic minority groups placed more of an emphasis on 
Recovery in regards to their collective identity, which may extent to family groups 
(Leamy et al, 2011). In addition, it would be interesting to see if the current 
generation’s surge in the use of the Internet, and its associated access to support on 
mental health problems, has impacted the family response to anxiety or depression.
This study is the first attempt to explore whether the concept of Recovery is an 
applicable and relevant process for both individual family members and the family as 
a whole. It usefulness can be qualified through the extension it provides to the work 
currently being conducted on defining Recovery both for young people and their 
families. In addition, the paper’s focus on anxiety and depression extends 
Recovery’s resonance to people who are experiencing less severe mental health 
problems compared with those on which the concept was based. Finally, by being 
able to demonstrate and disseminate that a process of change for families can occur, 
one could provide a hopeful and normalising effect for families currently going 
through the experience of childhood depression and anxiety
Self-Reflexivity
Recognising the social constructionist approach of this work, reflexivity was an 
important process throughout the study. Reflexivity can be considered at two levels; 
personal and epistemological (Willig, 2008). As an aid to reflexivity this section will 
use the first person narrative.
Personal Reflexivity. As a child I grew up in a family embedded within a 
relatively stable socio-economic and relational home environment. The family had a 
strong maternal advocate, who would take control of managing any difficulties the 
children had. This experience differed from many of the family accounts in the 
current study, whose parents were often unable to attend the child’s needs. Through
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memoing I became aware how this disparity had influenced the focus of the initial 
interviews and coding, as my interests in exploring what explained parents’ different 
reactions to their children took precedence.
At the point of interview many of the narratives were highly emotive. However, 
during coding I became aware that this emotive quality had not been translated into 
the codes. I wondered whether my clinical background in Cognitive Behaviour 
Therapy, which typically emphasises cognition and behaviours over affect, had 
influenced my coding focus. In addition, I speculated whether the lack of affect 
within the codes was also related to my own family scripts that expressed emotion 
within a family should be avoided. I therefore made a conscious effort to return to 
the transcripts and look the process of emotion within the texts, which particularly 
supported my thinking around the category of “Family Reactivity” and the reasons 
for withdrawal.
Epistemological Reflexivity. The social constructionist position views 
knowledge as a co-construction between the researcher and the participants, rather 
than an objective truth to be uncovered (Burr, 2003). I therefore questioned how our 
positions with one another may have impacted the narratives constructed. I was 
aware that for many participants I shared a similar age, family stage, gender and 
occupation. I wondered whether this facilitated discussion around issues such as 
family transitions into adulthood and NHS service provision, as we shared implicit 
knowledge of both.
I was also aware how the assumptions I held influenced the study’s design. In 
particular, the choice of a narrative interview schedule and retrospective design were 
based upon my assumption that families moved through a process over time when 
experiencing depression and anxiety and that this process could be discerned and 
remembered by the participants involved.
The experience of conducting this research has further reinforced my own belief in 
the need for a holistic and family-centred response to child distress.
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Implications for Future Policy, Research and Practise
This study has several implications for service design, research and policy. Firstly it 
challenges the assertion, made in No Health Without Mental Health (DOH, 2011), 
that the principles of Recovery generated within adult mental health can be directly 
applied to the experiences of children and their families. The study supports the adult 
literature’s assertion that a Recovery process is applicable to family members. 
However, the discrepancies between the current conceptualisation and the themes of 
adult Family Recovery lends support to the call for further research with families and 
their children.
The study’s focus on anxiety and depression also supports the assertion that 
Recovery themes resonate with those experiencing less enduring mental health 
problems. Future research could continue to explore the framework of Recovery as 
applied to other mental health problems (e.g. acute or transitional), or like in this 
study, in those who do not receive a formal clinical diagnosis. In this study 
individuals did not connect with the intragenic effects of treatment or diagnosis, as 
exhibited in the recovery accounts those with more enduring mental health problems. 
An interesting question may be how is their concept of self-identity affected by 
having a protracted period of distress rather than a diagnosis?
The recognition that family members move through their own process of recovery 
from the impact of a mental health problem supports a holistic approach to care. For 
children and their families, this supports the family-centred care currently practised 
within CAMHS. Understanding where family members were in their own process of 
Recovery could inform the type of support offered to them, as well as tailoring the 
extent and type of involvement in the young person’s therapeutic work (i.e. are they 
able to be a co-therapist). Within the adult arena, carers are recognised as having 
needs and should be provided with their own assessment, but this is in isolation to 
the identified patient and therefore loses the interactional and reciprocal dynamic 
process of the distress. Although implementation guidelines of Recovery Colleges 
are inclusive of family members, this study provides impetus for their further 
inclusion in Recovery Support Services (Perkins, Repper, Rinaldi & Brown, 2012).
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In addition to this, despite the profound impact the anxiety or depression was having 
on the young person, many reported difficulty accessing the appropriate service 
support. Among cited barriers were parental and professional fears of stigma or their 
lack of awareness that children could experience mental health problems. This 
account supports the importance of initiatives, such as the Targeted Mental Health in 
Schools Project (TAMHS, Department for Children, Schools and Families, 2008), 
which aims to normalise, de-stigmatise and intervene on issues of mental health 
through school outreach.
Conclusions
This project developed a conceptualisation of families’ experiences of childhood 
depression and anxiety. Bearing in mind the methodological limitations several 
concluding comments can be made.
Firstly, the study demonstrates that that there does appear to be a process that family 
members move through whilst managing the impact of childhood depression and 
anxiety.
The current model’s individualistic stance towards the management of distress does 
not support the potential for a collective Family Recovery process to childhood 
anxiety or depression. Although a systemic change is apparent, this was reflected as 
the sum of the individual parts, impacting dyads or parts of the family, rather than the 
cohesive whole. Individual change appeared a necessary prerequisite to systemic 
change, rather than it occurring at the same time, as suggested in the literature 
(Arthem, 2011). One could speculate, given time whether a whole Family Recovery 
would therefore be more of an outcome of the individual’s experience, rather than a 
process in itself.
However, on an individual level, for both young people and their relatives, many of 
the broad themes of Recovery did resonate and the change described mirrored, to 
some degree, that portrayed within the Recovery literature: “Recovery is the 
experiential shift from despair to hope, alienation to purpose, isolation to
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relationship, withdrawal to involvement, and from passive adjustment to active 
coping” (White, Boyle, & Loveland, 2005, p. 235)
Specifically, compared with the adult Family Recovery models, the current 
conceptualisation shared similarities of non-linearity, the importance of social 
connection, the development of self-management skills, psychological growth and an 
emerging acceptance of each other. The cognitive reappraisal of mental health and 
the scripting of it into the family story were also prevalent. In line with Simonds et 
al. (2013) the concept of hope also resonated with the current model, both around 
wellness for those still symptomatic, as well as for a re-connection with other family 
members.
However a direct transfer of the adult concept of Family Member Recovery cannot 
be supported by the data. Whilst the theme of re-negotiating an identity was 
apparent, the loss of identity was defined differently for the young person compared 
to its description within the adult literature. In addition it was less clear how and if 
depression and anxiety had impacted upon the relative’s sense of self.
Questions were also raised as to the whether the concept of empowerment, through 
self-determination, was applicable for family members. A final divergence includes 
the observation that the current model failed to discuss Recovery in terms of the 
iatrogenic effects of service engagement and family members did not focus on 
professional advocacy or peer support as Recovery processes. It was unclear whether 
this difference allied to the less severe and enduring mental health difficulties 
described in this model, compared to the adult models, or whether advocacy was 
assumed to be an implicit part of the parenting role.
What can be concluded from this research is that whilst there is evidence to support a 
Family Member Recovery process, this has distinct features from that of the adult 
literature. A question may be around how much of this difference is related to being 
the family with children and how much is related to managing a less enduring mental 
health problem?
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What this model also suggests is that the principles of Recovery, as applied to 
families, do not occur in isolation of a wider context. Indeed, in this study they 
appear embedded within family life cycle development, resilience and attachments 
patterns.
In recognition of the similarities with Recovery, this work can also add to the support 
of Recovery’s applicability to managing the experiences of less severe or enduring 
mental health problems than psychosis, which the original principles were based 
upon.
Summary
This study aimed to explore whether the concept of Recovery was applicable to a 
family’s experience of childhood depression or anxiety. Results suggested that whilst 
the data did not provide support for a collective Family Recovery process. Recovery 
themes resonated for individual Family Members. It was noted that there were 
differences between the adult Recovery literature and that of the current 
conceptualisation. This lends support to the call for more research both into the child 
Recovery arena and the broader field of Family Recovery.
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Appendix A 
Interview Schedule
Start Questions
1. Can you tell me a little about the time when X s^ depression/anxiety 
started to emerge?
Prompt ideas
• What was family life like at this time? (e.g. day to day)
• What effect did your X X  depression have on your family? Did you notice 
any changes in the way your family functioned at this time?
• How did your family understand the difficulties that were occurring?
2. Can you tell me how you see your family now? (day to day life?)
Prompt Ideas
• As you look hack can you tell me i f  you think anything has changed in 
your family between starting to experience <difficulties> and now?
• What has shaped these changes? (barriers andfacilitators?)
• Has your fam ily’s relationship with these difficulties changed over 
time?
Final Questions
3. How do you see the future for you and your family
4. What do you think your family has learnt about itself as a result of the 
experience you have had?
5. After having these experiences what advice would you give to families in 
similar situations?
6. Is there anything else you would like to add which might help me 
understand your family’s experience better?
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Recruitment Poster 
(Information also used within Recruitment Email)
Did you or anyone in your family experience depression or anxiety as a child?
Families’ take different journeys through mental health difficulties. By better 
understanding some of these processes it is hoped that professionals can better tailor
services to meet their needs.
I would like to interview people who have a family member (now aged between 18- 
29) who experienced depression or anxiety as a child or teenager. I am interested to 
hear from any family member such as parents, grandparents or siblings. If you 
suffered from childhood depression or anxiety yourself I would also like to hear from 
you. Any travel expenses will be reimbursed.
If you would be interested in learning more about taking part please contact me, 
Katie Austin at k.austin@suiTev.ac.uk or on my work mobile 07445 641126.
This study is being conducted as part of my Doctoral Thesis in Clinical Psychology. 
The study has been granted a favourable ethical opinion by the ethics committee of 
the Faculty of Arts and Human Sciences at the University of Surrey.
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Appendix C
Information Sheet 
Exploring the Family Experience of Childhood Mental Illness
Introduction
My name is Katie Austin and I am a Trainee Clinical Psychologist based in the 
Psychology Department at the University of Surrey, Guildford. This means that I 
already have a university degree in Psychology and am taking my studies further by 
now studying at post-graduate level. I would like to invite you to take part in a 
research study, which is being carried out as part of my Doctoral Training in Clinical 
Psychology. Before you decide to take part in the study you need to understand why 
the research is being done and what it will involve. Please take time to read the 
following information carefully; you may want to discuss it with your family and 
friends. Please ask me if there is anything that is not clear or if you would like more 
information. My contact details are at the end.
Please contact me on the details below if you have any questions regarding this
information sheet
What is the studv about?
I am interested in exploring what the experience is like for the whole family when a 
child has a mental health difficulty. Research tells us that this experience can be 
different for different people and I am interested to find out how the family unit 
reacts and copes with the experiences of mental illness and whether this changes as 
time goes on. It is hoped that this research will give us a better understanding of how 
families experience childhood mental ill health. We hope to use this research to help 
NHS mental health professionals work better with children and their families.
Whv have vou been invited?
I am keen to interview families who have a young adult (currently between the ages 
of 18-29) who as a child suffered from depression or anxiety. You are therefore 
being invited to take part in this research project as either you or someone in your 
family experienced depression or anxiety as a child.
What will vou have to do?
The study will involve you taking part in an informal discussion with myself, the 
researcher. This will take between 60- to 90 minutes, and can take place at a location 
most convenient for you (e.g. at the University, over the phone, in your home or in 
the community).
In the interview I will ask you to think about the experience your family went 
through when you or a child in your family experienced anxiety or depression. The
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discussion will be audiotaped so that I don’t have to take notes and can concentrate 
fully on listening to you.
If you agree to be interviewed, I will also invite you to be involved briefly at the end 
of the project. This would involve reading and giving feedback on a summary of my 
research findings. This could take up to 30 minutes of your time and would involve 
you posting back your comments in a stamped addressed envelope provided or 
speaking to me on the telephone. You can decide not to take part in this stage of the 
project and can still be involved in the interview.
Do vou have to take part?
No, it is up to you to decide whether you want to take part or not. If you do not wish 
to take part your family members can still take part in the study. If you do decide to 
take part you will be given this information sheet to keep and be asked to sign a 
consent form. Even if you agree to take part, you can choose not to answer any 
of the questions in the interview or you can withdraw from it at any time 
without giving a reason. If you withdraw during the course of the study your data 
will be destroyed and will not be included in the final results.
What happens to the information that is collected?
Any information that could identify you, such as consent forms or contact details, 
will be kept strictly confidential and stored securely at the University of Surrey. 
Audio recordings will be stored on a password-protected computer and will be 
destroyed after the study has been completed. The interview transcripts will also be 
stored securely in a locked filing cabinet. In accordance with the Data Protection Act 
1998 the study information will be destroyed ten years after study completion.
Confidentialitv
Any information that could identify you will be kept strictly confidential and your 
interviews will not be discussed with members of your family or with those outside 
of the research team. Names on the interview transcripts will be changed to 
pseudonyms. However if you tell me something that meant you or someone else was 
at risk from harm, I would need to share this information with the lead of the project, 
Ms Mary John (Consultant Clinical Psychologist) and possibly further services. This 
will be discussed with you first.
What happens when the research studv is completed?
The results of the study will be written up and will form part of the qualification 
leading to my Doctorate of Clinical Psychology.
The results of this study will also help inform our work on the wider research project 
exploring the experiences of young people and families who live through mental ill 
health. I will be seeking to publish the findings of the research in academic journals
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and present the findings at relevant conferences. I may quote some of our discussion 
in the article but you will not be named in the quote. Please do let me know if you 
would like a copy of the final research article once it is published.
What are the benefits of taking part?
The research provides an opportunity for you to talk about and reflect on your 
family’s experiences of coping with mental health difficulties. If you choose to be 
interviewed at the University of Surrey your travel expenses will be reimbursed.
While you may not see any immediate change or benefit to yourself or your family, 
you will be contributing to an important piece of research that may help inform our 
work with young people and families in the NHS. Your input into this research is 
therefore highly valued.
Are there any downsides of taking part?
Many people find talking about their experiences can be helpful, but others could 
find it brings up upsetting feelings or memories. If you find a question too personal 
or upsetting in any way, you don’t have to answer it. We can also take a break at any 
time during the interview or decide not to carry on with it. If this happens and you 
would like some support afterwards, I can spend some time with you or you can 
speak Ms Mary John (Consultant Clinical Psychologist) for further advice.
What if there is a problem?
If you feel that you have not been treated well by the researchers on this project you 
should complain first to the Principal Investigator of the study (Ms Mary John) using 
the contact details at the bottom of this information sheet.
Who is organising the research?
This study is organised by the University of Surrey.
Has the research been approved by any committee?
This study has been granted a favourable ethical opinion by the ethics committee of 
the Faculty of Arts and Human Sciences at the University of Surrey
Thank you for taking the time to consider participating in this study. I f  you would 
like to take part please contact me, Katie Austin at k.austin(d)^urrev.ac.uk or on my 
work mobile on 07445 641126
I  look forward to hearing from you
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Supervised by:
Ms. Mary John
Programme Director/ HPC Registered Clinical Psychologist and Chartered Clinical 
Psychologist, BPS.
School of Psychology,
Faculty of Arts and Human Sciences, AD Building, University of Surrey 
Guildford, Surrey, GU2 7XH 
m.iohn@surrey.ac.uk 01483 689267
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Participant Consent Form 
Exploring the Family Experience of Childhood Mental Illness
Please Initial Box
1. I have read and understood the Information Sheet. I have had the opportunity
to consider the information, ask questions and I have had these answered □
satisfactorily. I have been advised about any potential effects on my well 
being and how these can be supported.
2. I understand that participation in this project is entirely voluntary. I
understand I can withdraw from the study at any time without having to give a □
reason and without my medical or legal rights, or those of my family, being 
affected.
3. I understand that the study involves an interview and I agree to this being □
audiotaped.
4. I understand that all personal data is held and processed in the strictest
confidence, and in accordance with the Data Protection Act (1998). I consent □
to my data, as outlined in the accompanying information sheet, being used for
this study and other research.
5. I understand that I will be reimbursed for travel expenses and these will be □
paid to me on the day of the interview.
6 . I agree to take part in this study.
7. I would like to take part in the feedback stage of the study, which would 
involve reading and giving comments on the summary of the findings fiom 
the data.
If Yes - Post/Telephone 
Name of participant: Name of researcher:
Signed: Signed:
Date: Date
□
□
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School of Psychology 
Faculty of Arts and Human 
Sciences 
AD Building 
Stag Hill
University of Surrey 
Guildford 
Surrey GU2 7XH 
k.austin@surrev.ac.uk.
Exploring the Family Experience of Childhood Mental Illness 
Thank you for completing this study 
What is the studv about?
I am interested in exploring how families experience childhood mental ill health and 
whether this experience changes over the course of time.
The idea of ‘recovery’ is often used when talking about people with mental health 
problems, and recovery can mean different things to different people, as previous 
research has indicated. A helpful definition that has been applied to the field of adult 
mental health suggests that recovery is
Anthony (1993):
"... a deeply personal, unique process o f changing one’s attitudes, values, feelings 
goals, skills, and/or roles. It is a way o f living a satisfying, hopeful and contributing 
life even with the limitations caused by illness. Recovery involves the development o f  
new meaning and purpose in one’s life as one grows beyond the catastrophic effects 
o f mental illness
Themes such as maintaining hope, re-establishing a positive identity and finding 
meaning in life have been linked to the idea of Recovery. These themes have had a 
powerful impact on policy and have been used to shape NHS services in the field of 
Adult Mental Health. However these themes have been found primarily through 
research with adults and little work has been done exploring whether they are 
applicable to children. In particular, we don’t know and want to explore further, 
whether the family of a child who experiences mental health problems also go 
through a process of recovery. By learning about the family experience of childhood
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mental illness I can see if these Recovery principles are applicable to the family unit. 
I hope that my research will build on the understanding of how families experience 
childhood mental ill health, which could be used to help NHS mental health 
professionals work better with children and their families.
Your input today has been much appreciated. It is hoped that the results from the 
study will be written up for publication and inform our understanding of recovery in 
families. If you would like a copy of the final article please contact 
k.austin@sun-ev.ac.uk.
If you yourself are experiencing any emotional difficulties at the moment, or you are 
worried about family or friends, you can contact one of the organisations below for 
advice..
Mind and Rethink are both national mental health organisations that provide 
advice or support for people experiencing mental health difficulties. You can 
find your local support groups via their websites at: http://www.mind.org.uk/ 
and http://www.rethink.org/. Rethink also have an advice line 0300 5000 927.
Your GP is trained to recognise mental health difficulties and will be able to 
provide you with support or signpost you to appropriate places for further 
support.
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Participant Feedback Form SURREY^  UNIVERSITY OF
School of Psychology 
Faculty of Arts and Human 
Sciences, AD Building 
Stag Hill
University of Surrey 
Guildford, Surrey,GU2 7XH
Participant Feedback Form
Thank you for taking part in our study so far and for agreeing to opt into the 
additional feedback part of the study. I have enclosed a copy of our findings and 
would be interested to hear your thoughts on them. I have attached a few questions 
below.
Included in this summary is a picture of the model that was generated from yours, 
and other participant’s family experiences of childhood depression/ anxiety. I have 
also attached a description of the model underneath it.
If you would like to talk about the results via the telephone please do not 
hesitate to contact me on k.austin@surrey.ac.uk
Many thanks for your help 
Yours Sincerely 
Katie Austin
Trainee Clinical Psychologist
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After reading these results please take some time to consider the following 
questions:
1. Are the results understandable?
Yes they are, particularly with the definitions provided which help clarify the 
model.
2. Is there anything that you do not agree with in the findings 
If Yes please explain...
No. In each category, and the way the categories related to each other there is 
something o f my experience and the experience o f my family.
3. Is there anything you think we have missed from the findings? 
If Yes please explain...
4.Any other comments:
I  thought the category "You person Experiencing distress " was clear and in my case, 
and the case o f my siblings, perfectly accurate. As you know moving home, divorces 
affected tension etc so certainly applicable.
Family member reactivity is also a well-articulated and defined category and speaks 
to the aspect o f my experience where it was clear that in the early stages, mental 
health problems were not something that we, and certainly not my parents were 
aware o f in terms that we use today.
Gaining control as individuals is a really insightful category to have and well- 
articulated in terms o f distinguishing the general change process o f the family and 
the more individual relationships and attempts to affect change.
Thank you for your feedback
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The Model Generated from the Interviews
(Blue line =young person, green line =family member)
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Summary of the Model
The first category “Young Person Experiencing Distress” describes how the young 
person’s experience of depression or anxiety was related to changes they experienced 
in the context around them. This included changes such as moving home, trauma, 
bereavement, illness (their own or a family member) or the early onset of puberty. In 
addition for some families the family dynamics at the time may have been difficult, 
for example money troubles, or changes in the relationships between family 
members. For the young person their anxiety and/or depression was difficult to 
understand and manage, leading them to become angry, self-neglectful, frightened 
and for some self-harm. Social withdrawal, being unable to function at school and 
feeling excluded by others, who did not understand, were common experiences 
described. Arguments and tension within the home were often described between 
family members and the young person.
As depicted by the blue off-centred box in Figure 2 the young person’s experiences 
of anxiety or depression could not always take centre stage within the family system. 
Reasons for this are explained through the category Family Member Reactivity, 
which is why the larger, encompassing green box represents this category
The category Family Member Reactivity explained the factors determining the 
extent and type of response family members gave to the child’s distress. For some 
family members the need to survive (e.g. economically) or limitations imposed by 
their own physical or mental health meant they could not always be consistently 
available for the young person. Whilst family members tried their hardest to engage 
and support the young person, many did not know how to help and had not heard of a 
mental health problem before. Some family members did not change their 
behaviours towards the child as they thought their behaviours were them being a 
teenager. For some family members they could not cope with seeing the young 
person in distress so they withdrew themselves from the family dynamics, or were 
encouraged to take a step back by other family members. For some families there 
was a sense that they were divided or fractured by what was happening to the child, 
as well as by the wider contexts around them.
The category “Gaining Control as Individuals” recognises that both family 
members and the young person moved through similar broad processes of change to 
help manage the impact of the child anxiety and/or depression. However the 
placement of individual boxes shows that this process of change was not done as a 
co-ordinated collective family response. Instead change was described as being 
facilitated by individual family members, who changed at different rates and at 
different time points in their life.
As shown in the category Gaining Control as Individuals, individual family 
members moved through behavioural, cognitive and psychological change to help 
them manage the impact of the child’s anxiety/ depression. This included altering 
their belief systems around mental health; acknowledging, learning and accepting it 
as a construct. Both the young person and their relatives talked about coming to 
terms with their experiences within their family and learnt to accept each other for 
they way they were. Both relatives and the young people talked about developing
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skills (e.g. learning to talk about emotion) to help them manage the anxiety/ 
depression. Family members talked about becoming more empathie, resilient and 
less worried. Many also talked about being inspired to work in health care or the 
field of mental health. Change was facilitated through experiential insight, as 
individuals moved through life stages (e.g. going to Uni), as well as a more active 
process of seeking out answers and support (e.g from friends or professionals). 
Families described finding it hard to get the right professional support. Some family 
members were afraid of accessing services because of the stigma associated with 
having a mental health difficulty and others reported not getting the right type of 
support they wanted for their child.
The final category “Adjusting the Status Quo” represents the changes in dynamics 
between individuals within the family. This includes a change in they way they 
communicated with one another and the relationship boundaries they had with one 
another. The broad aim of these changes was to ensure they could get on with each 
other and manage their own personal distress.
Young people and relatives talked about changing the way they talked with one 
another, both in terms of what was said (e.g. more honest about emotions) and how it 
was said (e.g. at a distance, over the phone vs face-face). It was acknowledged that 
talking about it was really important for people within the family to become closer. 
Some family members became closer and more emotionally supportive of one 
another as they came to terms with the anxiety and depression. Whilst for others they 
drifted apart or found their relationships functioned better at a distant, or if they were 
less involved.
The cyclical arrows between categories “Gaining Control as Individuals” before 
“Adjusting the Status Quo show how they influence each other and that they are 
constantly changing and evolving.
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Appendix G 
Ethics Approval
Dr Adrian Coyle
Chair; Faculty of Arts and Human Sciences Ethics 
Committee 
University of Surrey
UNIVERSITY OF
SURREY
Faculty of
Arts and  Human S ciences
Guildford, Surrey GU2 7XH UK
T: +44 (0)1483 689445  
F: +44 (0)1483 689550
www.surrey.ac.uk
Katie Austin
Trainee Clinical Psychologist 
School of Psychology 
University of Surrey
24'" April 2012 
Dear Katie
Reference: 733-PSY-12 RS
Title of Project: Are the Principles of “Recovery” Applicable to the Family 
Experience of Childhood Mental Illness?
Thank you for your re-submission of the above proposal.
The Faculty of Arts and Human Sciences Ethics Committee has now given a 
favourable ethical opinion.
If there are any significant changes to your proposal which require further scrutiny, 
please contact the Faculty Ethics Committee before proceeding with your Project.
Yours sincerely
Dr Adrian Coyle 
Chair
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Service user/carer research drop«in for traînée reseafch: M eeting notes
The Service User & Carer Research Drop Ins offer "comment, critique and adtrice" to  trainees, as well 
as su^Bsting creative ideas and solutions {eg making sure the patient Inftprmation sheet and other 
documents are 'user friendly', suggestions for service user/carer groups for trainees to approach to 
recruit participants to take part in the trainee's research, etc}. This sheet forms an official record 
that the trainee has met with service users/carers In preparing their MRP and can be used as 
evidence of service user/carer involvement for ethics applications.
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^ P r T l
s u e  Research DrOp-In date: / / f
Service users/carers present:
Project title:
Supervisor's} — if known:
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Appendix J 
Example of Memos
Extracts from an Example of a Case Based Reflective Memo
3*^** August 2012
Pre interview thoughts:
This interview may be different as I am interviewing from a sister’s point of view.
As the sister has less responsibility within the house issues such as the role of 
caregiving may differ from the previous interview. It would also be interesting to 
hear how she reacted and how did it impact her position in the house. Was she 
embarrassed of sister in front of friends? Was she cross at family? Did they focus 
attention on her? Was she aware of the other implications (e.g. financial) occurring 
the house?
The Interview
I learnt that the child’s depression was seen by the sibling as an outcropping of her 
mother’s own mental health illness and her father’s need to work long hours. This 
left the siblings alone, who were two veiy different people, to manage their 
arguments. The sibling coped by immersing herself in her studies and she understood 
that the child’s depression was her way of coping.
What I learnt from this interview was that cohesion was not a process that helped this 
family get through childhood/ experience of depression. This was in a background of 
not having been a close family. In fact it was almost the opposite that helped the 
family survive, in that distance enabled them to stay together as a family. This 
challenged my own assumptions during this process that cohesion is needed, 
expected for families to succeed. Saying that, the sisters’ relationship changed as 
they grew up and they have become very much a supportive dyad, {if she were to 
suffer depression again I  would jump on that plane!) and they are also close to their 
father. Maybe, what I was expecting to hear was that it was the parents that would 
come together and work cohesively to support children and this did not happen, due 
to the father’s need to work and the mother’s mental health difficulties. I wonder if 
this expectation stemmed from my own family experience of co-parenting. What was 
missing in this interview was information about that parental relationship.... (extract 
shortened for the Appendix).
Reflections on the interview process
This felt like a better interview process in that I was better able to get the views of 
each family member. We went through them in turn. I tried asking questions about 
the whole family but this was harder to get at. I wondered if this was a mirror of the 
fact that the family was not cohesive and the whole was not a whole. (Extract 
shortened for the Appendix).
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Extract of Memo exploring ideas around the subcategory “Communicating 
Differently”
From the initial analysis I am aware that family members start to communicate 
differently. But what does this change involve exactly and what is its purpose?
Family members described choosing the discourses they had with one another: 
three families talk about filtering out the type of conversations that they have 
with family members. For example Family 10, the father starts to ignore his son’s 
conversation when it is focused on blame and anger towards this father’s actions 
in life. Their conversations are limited to the just the best of each other. Other 
families ( 1 ,2 ) do not tell family members who are still struggling with mental 
health difficulties the full extent of what they what may be going on in their lives 
(e.g. mother having a stroke). The theme within these appears to ensure that the 
family member is protected from things that can potentially add to their own 
distress (or that of the young person). Family 2 and Family 10, state that filtering 
out what they talk about with one another {sometimes it is better to say nothing,
2 ) means that they also avoid triggers to arguments and can maintain a 
relationship. Is this a process of filtering out triggers to distress?
Other family groups talk about family members becoming more honest and open 
with each other. Family 13 talks about how family members feel more able to 
give each other criticism. (What triggered this change?). Family 12, Family 6 , 
Family 5 talk about becoming more honest about their feelings. Family 13 talk 
about the move to share siblings similar diagnosis of OCD. Movement was 
described as going from a ''Conspiracy o f  Silence ” to emotional honesty. For 
Family 6 , 10, 5 this provided an invaluable source of support for the young 
person. In Families 5, 12, 11, 13, 2 communication was described as a key 
precursor to the parts of the family becoming relationally closer. How? It 
provided a platform for a shared understanding of each other’s difficulties (e.g. 
family 3). It also provided an additional source of support for individuals. It was 
acknowledged that talking about emotions was a difficult process and one that 
did not come naturally. Is this a process of Opening up?
The exception to the above movement in communication is that families 8  and 4 
have always been very open with each other. Therefore the idea of movement in 
the direction of being more open was not discussed in the same way. However it 
was acknowledged that communication was a very important source of hope for 
both families.
Communication ripples across the transcripts and appears to be important for all 
family members interviewed. There is a sense that the type of communication 
patterns change within the family. Due to its prevalence I am interested in raising the 
communication codes to a category. I wonder however, as it is related to 
communication within the family, is it part of larger process around changing 
dynamics?
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